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Abstract 
The population of Canada is aging and the main risk factor for developing 
dementia is age.  As dementia is a terminal illness, significant challenges lay ahead for 
health care systems, health care providers, and families of people with dementia.  
Spouses of people with dementia are often primary care givers. Their experience is 
understudied and not well understood.  The purpose of this study was to explore the lived 
experience of spouses as they journeyed through the end-of-life phase of dementia with 
their partners who resided in long-term care facilities. These spouses were challenged 
with journeying with their loved ones through the dementia trajectory until death and 
making ethically complex end-of-life decisions on behalf of their partners. 
Hermeneutic phenomenology, as articulated by van Manen, was implemented, to 
understand the experiences of care partners from couples in which one of the partners had 
died with dementia in long-term care.  Five spouses participated in open-ended, semi-
structured research questions delivered through conversational interviews.   Themes were 
revelatory of the spouses’ experiences and included: deficits in education about dementia 
provided to spouses, deficits in knowledge of health care providers about dementia, 
relationships of the couples, relationships with health care providers, dignity of the 
partner, sources of support encountered by spouses on the journey, and end-of-life 
decisions and outcomes.   
Knowledge of spouses’ experiences contributes to the knowledge of practitioners 
and may guide development and provision of services, education, governmental policy, 
policy in health care facilities, and support programs for both partners in couples 
experiencing dementia.    
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Chapter 1 – Introduction 
The population of Canada is aging.  As the population ages new challenges, 
demands, and burdens will be placed on health and social service systems.  In particular, 
the proportion of seniors aged 65 years of age and over will grow rapidly as baby-boom 
cohorts, those persons born in the post-world-war II years between 1946-1965, reach age 
65 and over (Statistics Canada, 2014).  By the year 2030 when the youngest baby 
boomers reach age 65, close to one in four people in Canada will be 65 years of age or 
over (Statistics Canada, 2014).  The number of older seniors also will increase.  By 2063 
the number of Canadians 80 years of age and over will approach 5 million.  This figure 
represents a substantial increase from1.4 million in 2013.  The population of older seniors 
will increase rapidly between 2026 and 2045, from 5.3% to 9.6%, as the baby-boom 
cohorts reach this age group (Statistics Canada, 2014).  As the population of senior 
citizens increases so will demands on health care systems.  Greater numbers of senior 
citizens will mean greater demands on health care systems, particularly needs related to 
health complications from dementia, as dementia affects about 1 in 11 persons aged 65 
years and older in Canada (Alzheimer Society of Canada, 2010).  
The main risk factor for developing dementia is age (Canadian Institute for Health 
Information [CIHI], 2011).  Around the world, dementia is widely recognized as one of 
the most pressing problems facing healthcare systems and the aging population.  The 
baby-boom generations, often referred to as the arbiters and architects of social change in 
the 1960’s and 1970’s, will, in the words of the poet Dylan Thomas, “not go gentle into 
that good night” (Davies, 2014) and will require health care systems to adapt to meet the 
changing health care needs of the population.  
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During the time frame that the population is projected to increase in age, the 
working-age population, people between the ages of 15 to 64 years, most of whom are in 
the labor force, will decrease from 68.6% in 2013 to about 60% in 2030.  Between 2030 
and 2063, this proportion will remain relatively stable (Statistics Canada, 2014).  This 
decrease has significant implications for the care of the aging population.  While many 
adult children, of a parent with dementia, will find themselves in this ‘sandwich 
generation’ simultaneously working, raising a family, and caring for aging parents, most 
of the care for persons with dementia falls to spouses of the persons with dementia 
(Davies, 2011).   
Research thus far has focused primarily on the clinical course of dementia 
(Mitchell, et al., 2009), the process of decision making by family members of people with 
dementia (Jimenez, Jaen, Garcia, & Alvarez, 2013), and the usefulness of advance 
directives (Lopez & Guarino, 2011).  There is a need for research focused on the 
experiences of spouses as they navigate through the end-stages of life with their partners 
with dementia.  Knowledge of spouses’ experiences will contribute to the knowledge of 
practitioners and provide direction for the development and provision of services, 
education, and support programs for family members, particularly spouses, of people 
with dementia, which are better designed to meet the needs of older couples living with 
dementia (Alzheimer Society of Canada, 2010).   
This knowledge also will be used to guide care practices, procedure changes, and 
related policy development in health care facilities as well as influence governmental 
policy.  The purpose of this study was to explore the experience of spouses as they lived 
through the end-stage of dementia with their partners, who were residing in a long-term 
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care facility.  These spouses were challenged with journeying with their loved ones 
through the end-stages of dementia and making ethically complex end-of-life decisions 
on behalf of their partners with dementia.   
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Chapter 2 - Literature Review 
A review of the extant literature revealed a paucity of literature with regard to 
spouses’ experiences of their partners’ dementia, aside from caregiving experiences, 
particularly in the final stages of dementia disease progression.  Population aging and the 
increase in the incidence and prevalence of dementia represents significant personal, 
familial, and societal losses, none more so than for the spouses of the partners with 
dementia.   
Spouses are often the primary care providers for persons with dementia (Davies, 
2011), and yet their experience is understudied and not well understood.  The quality of 
spousal relationships varies greatly from those relationships of other groups of caregivers, 
such as adult children, siblings, and other family members (Baikie, 2002; Blieszner, & 
Roberto, 2010; Braun et al., 2009).  Increased knowledge of spouses’ experience of their 
partners’ dementia is critical to the provision of improved care for both partners of 
affected couples, particularly during the end-stages of dementia which often occur in 
personal care facilities.   
Themes identified in the literature were inexorably intertwined and there was 
considerable overlap between themes.  It was impossible to separate end-of-life decisions 
from the decision-makers and equally difficult to discuss the context of relationships 
singularly as most people occupy multiple roles simultaneously, such as spouse and care 
partner, or daughter and caregiver.  Advance directives and advance care planning cannot 
be removed from the discussion of end-of-life care planning and the final phases of 
dementia care.   
The topics to be covered in the literature review include the definition of dementia, 
the incidence and prevalence of dementia, the trajectory of dementia, caregivers and care 
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partners, advance directives and advance care plans, and end-of-life decision making.  
The chapter is concluded with a section on arriving at the primary research question and 
the resulting research questions.   
Definition of Dementia 
Dementia is a neurodegenerative brain disorder, which affects memory, cognition, 
executive functioning, movement, and behaviour.  In more practical terms, dementia 
affects memory and thinking, results in changes in behaviour, and reduces the ability to 
perform everyday activities (Alzheimer Society of Canada, 2010; World Alzheimer 
Report, 2011).  Dementia is a term used to refer to chronic and progressive brain diseases 
and also is referred to as a major neurocognitive disorder (American Psychiatric 
Association, 2013).   
There are several types of dementia, the most common being dementia of the 
Alzheimer type (American Psychiatric Association, 2013).  Alzheimer's disease may 
contribute to 60-70% of all cases of dementia.  Vascular dementia occurs when the brain 
cells are deprived of oxygen (American Psychiatric Association, 2013).  Dementia with 
Lewy bodies (abnormal aggregates of protein that develop inside nerve cells) and 
frontotemporal dementia (degeneration of the frontal lobe of the brain) are two other 
major types of dementia.  The boundaries between different types of dementia are 
indistinct and mixed forms often co-occur within individuals (World Health Organization 
[WHO], 2012). 
The WHO described dementia as an epidemic and a major public health concern.  
WHO defined dementia as:  
A syndrome – usually of a chronic or progressive nature – in which there 
is deterioration in cognitive function (i.e. the ability to process thought) 
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beyond what might be expected from normal ageing.  It affects memory, 
thinking, orientation, comprehension, calculation, learning capacity, 
language, and judgement.  Consciousness is not affected.  The impairment 
in cognitive function is commonly accompanied, and occasionally 
preceded, by deterioration in emotional control, social behaviour, or 
motivation (WHO, 2012)  
For the purpose of this research proposal, dementia will be used to refer to the condition 
of major neurocognitive disorder, regardless of specific type of dementia.   
Incidence and Prevalence of Dementia 
Worldwide, it is estimated that 47.5 million people have dementia.  This number is 
expected to increase exponentially, doubling by 2030 and tripling by 2050 (WHO, 2012).  
There are 7.7 million new cases of dementia each year, implying that a new case of 
dementia is diagnosed somewhere in the world every four seconds.  Dementia affects 
approximately 1 in 11 senior citizens in Canada, or those persons aged 65 years of age 
and older, (Alzheimer Society of Canada, 2010).  In the Province of Manitoba, 
approximately 20,000 people currently are diagnosed as having some form of dementia 
and within one generation (twenty-five years), that number will rise to over 34,000.  In 
the past year alone, 4,500 Manitobans were newly diagnosed with dementia (Alzheimer 
Society of Manitoba, 2014).   
Trajectory of Dementia  
Dementia is a debilitating syndrome that is progressive and irreversible.  Dementia 
is a terminal illness in that there is no cure.  As dementia progresses, a person's ability to 
function diminishes and the disease progresses until the person becomes totally 
incapacitated.  The progression of dementia is conceptualized as moving through a 
spectrum of stages ranging from mild to moderate to severe and refers to the degree of 
cognitive and functional impairment present.  The progression is temporal rather than 
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linear and symptoms may overlap between stages (Alzheimer Society of Canada, 2016; 
Keady & Nolan, 2003).   
The Alzheimer Society of Canada (2008) compiled a list of the most common 
symptoms of dementia to be aware of in each of the three stages of mild, moderate, and 
severe cognitive impairment.  The most common symptoms of mild cognitive impairment 
are memory loss that affects day-to-day function, such as misplacing things, difficulty 
performing familiar tasks, and problems with language, such as expressive and receptive 
aphasia (the production or comprehension of speech).  Disorientation to time and place 
may occur more frequently.  The person with dementia may begin to have poor or 
decreased judgment and problems with abstract thinking.  Changes in mood, behavior, 
and personality begin to become evident as does loss of initiative. 
The most common symptoms of moderate cognitive impairment will be noticeable 
to others and may include forgetfulness of events or of one's own personal history, and 
feeling moody or withdrawn, especially in socially or mentally challenging situations.  
Inability to recall one’s address or telephone number as well as confusion about where 
one is or what day it is happen more frequently.  The need for help with tasks, like 
choosing proper clothing for the season or occasion, increases.  Some individuals may 
have trouble controlling their bladders and bowels.  Changes in sleep patterns, such as 
sleeping during the day and becoming restless at night, are to be expected.  The person 
with dementia is at increased risk of wandering and becoming lost.  Personality and 
behavioral changes worsen and may include suspiciousness and delusions or compulsive 
and repetitive behavior (Alzheimer Society of Canada, 2008). 
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With severe cognitive impairment individuals will experience severe impairment in 
memory, ability to process information, and orientation to time and place.  Individuals 
lose their capacity for recognizable speech, although words or phrases may occasionally 
be uttered, nonverbal communication will become increasingly important.  The person 
with dementia may need help with eating and using the toilet and may often be 
incontinent of urine and stool.  The brain appears to no longer be able to tell the body 
what to do.  The ability to walk without assistance may be lost, then the ability to sit 
without support, the ability to smile, and the ability to hold the head up may be lost.  
Impaired swallowing may result in feeding difficulties and the person with dementia may 
deteriorate until he or she is unable to safely have any intake of foods and fluids, and oral 
medications.  This inability to swallow may contribute to significant weight loss and 
eventually death (Alzheimer Society of Canada, 2008).   
Alzheimer disease is an incurable degenerative neurological disorder.  Similarly, 
other types of dementia also are regarded as incurable and dementia is frequently referred 
to in the literature as a terminal illness (Chatterjee, 2008; Coleman, 2011; Congedo et al., 
2010; Lopez & Guarino, 2011; Yeaman, Ford, & Kim, 2013).  However, despite being a 
leading cause of death, dementia is often under recognized as a terminal illness (Mitchell 
et al., 2009).  Spousal and family caregivers may have great difficulty accepting dementia 
as a terminal illness due to the protracted and unpredictable trajectory and lengthy dying 
process (Reinhardt, Chichin, Posner, & Kassabian, 2014).   
In later stages of dementia, ranging from moderate to severe, the focus shifts from 
learning how to live with dementia to coping with and planning for the end-stages of life.  
The level of care provided by spouses grows increasingly difficult until care partners can 
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no longer manage care and many partners with dementia must be admitted to a facility 
for end-of-life care (Rose & Lopez, 2012).   
Palliative care is defined by the WHO (2002) as the “holistic care of patients with a 
life-threatening illness by improving their quality of life through the assessment and 
management of pain and other symptoms and the provision of psychosocial and spiritual 
care support.”  Palliative care is the recommended model of end-of-life care for people 
dying with dementia and should be central to the management of all non-curative 
diseases.  Despite these recommendations, people with dementia often receive sub-
optimal end-of-life care (Mitchell, Kiely, & Hamel, 2004).   
Caregivers and Care Partners 
Previously, spouses’ experiences with dementia only were investigated with regard 
to caregiving.  More recently, researchers have explored the experience of dementia for 
the couple, exploring the constitution of ‘couplehood’ (Hellstrom, Nolan, & Lundh, 
2005), and the impact of dementia on the marital relationship, as well as the impact of the 
relationship on the experience of dementia (Davies & Gregory, 2007; Hellstrom, Nolan, 
& Lundh, 2007).  This important development marked a radical shift in dementia 
research toward a greater relationship-centered focus (Nolan, Davies, Brown, Keady, & 
Nolan, 2004).   
The relationships of spouses in the context of marital relationships have been 
explored in terms of caregiving in the early stages of dementia (Carpenter & Wingyun, 
2007) and decision making in the later stages of dementia (Caron, Griffith, & Arcand, 
2005; Forbes, Bern-Klug, & Gessert, 2000; Givens, Kiely, Carvey, & Mitchell, 2009; 
Hawkins, Ditto, Danks, & Smucker, 2005).  However, the experience of spouses facing 
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the death of their partners, and all that is entailed in the end-of-life phase of dementia has 
been under researched.   
The Alzheimer Society of Canada (2010) stated that the important role played by 
informal caregivers, including marital partners, must be recognized.  The individual, 
familial, and societal costs of dementia are enormous, with caregiving most frequently 
falling to spouses and family members. One quarter of all family caregivers are senior 
citizens.  A third of family caregivers, more than 200,000, are older than 75 years of age 
(Alzheimer Society of Canada, 2010).   
Dementia is overwhelming, not only for the people who have it, but also for their 
caregivers and families. Lack of awareness and understanding of dementia often has 
resulted in stigmatization and barriers to diagnosis and care.  The impact of dementia on 
caregivers, family members, spouses, and societies can be physical, psychological, social, 
and economic (WHO, 2012).   
Without informal spousal and family caregivers, the astronomical financial costs 
associated with dementia care would easily exceed the estimated $11 billion in lost 
income and 227,760 lost full-time equivalent employees in the work force. (Alzheimer 
Society of Canada, 2010). In 2011, family caregivers spent 444 million unpaid hours per 
year looking after someone with dementia.  By 2040, caregivers are anticipated to be 
devoting staggering 1.2 billion unpaid hours per year (Alzheimer Society of Canada, 
2010).  
 
In the early stages of living with mild to moderate dementia, couples often engaged 
in ’working’, which referred to strategies they employed to proactively, or covertly, make 
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sense of what was happening in their early experiences.  Couples worked together, 
worked separately, or worked alone, from the time that they first noticed something was 
wrong, right through to turning over the care of their loved ones to professional 
caregivers.  The purpose of the work was to cover up deficits, appear normal, and 
preserve a semblance of self-worth and control (Keady & Nolan, 2003).   
Hellstrom et al. (2007) found that as couples moved through the stages of dementia, 
their relationships also moved through stages.  In the early stages of dementia couples 
engaged in efforts to sustain couplehood, that is, to enhance the quality of their lives 
together.  As their partners’ dementia progressed, spouses also engaged in efforts to 
maintain the involvement of the partners with dementia.  In the later severe stages of 
dementia many spouses moved on and conceptualized themselves as an ‘I’ rather than as 
part of a ‘we’.   
Similarly, couples’ relationships were found to evolve as dementia progressed to the 
point where the partners with dementia had to transition into nursing homes.  Kaplan 
(2001) developed a typology of caregiver perceptions of couplehood that ranged from 
“’til death do us part”, “we, but…”, “husbandless wives/wifeless husbands”, “becoming 
an I”, and “unmarried marrieds” (Kaplan, 2001, p. 90).   
Feelings of guilt and burden also were common when caring for a relative with 
dementia and the provision of care was characterized as an all-consuming role (Schulz, et 
al., 2003).  Family members often felt guilty about their inability to do more for their 
relatives, and also felt guilty about feeling relieved when their relatives died (Schulz, et 
al., 2003).  Guilt and burden were frequently studied in the early phases of dementia but 
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very few studies included the experiences of spousal and family caregivers in the end-of-
life phase (Forbes et al., 2000).  
 Family caregivers of people with dementia were found to have higher levels of 
depression than caregivers of people, who were cognitively intact (CIHI, 2011).  High 
levels of depressive symptoms also were found in caregivers, who were providing end-
of-life care for people with dementia (Schulz et al., 2003).  
The Stress-burden Model of Caregiving has been the predominant theoretical frame 
of reference for relationships in the context of dementia (Carpenter & Wingyun, 2007).  
However, this model represented a simplistic reduction of the caring relationship.  
Negative health outcomes for spousal caregivers were well known, however, some care 
partners reported increased levels of satisfaction with the knowledge that they provided 
good care to their partners with dementia (Carpenter & Wingyun, 2007).   
In many studies distinctions were not made between family and spousal caregivers.  
Limited research in these areas focused on the perspectives of spouses is indicative of the 
need for further research.  Invaluable knowledge could be gleaned from exploring the 
perspective of spousal caregivers, who have provided end-of-life care for persons with 
dementia.  This knowledge could benefit other spouses, care partners, and informal 
caregivers of people with dementia.   
Advance Directives and Advance Care Plans 
Spouses also may have to make difficult end-of-life decisions for their partners with 
dementia, without their input, in the form of Advance Directives (AD).  Advance 
Directives, or Advance Care Plans (ACP) are legal documents in which the persons with 
dementia make known their preferences for end-of-life care with regard to resuscitation, 
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the use of IV fluids and antibiotics, and artificial nutrition and hydration (Jimenez et al., 
2013).  
ACP are highly recommended by health care professionals as these directives are 
designed to convey the persons’ wishes in the event the persons become unable to do so, 
and the ACP can be used as a decision-making guide by spouses and family members 
when their loved ones are incapacitated in the end-stages of dementia.  ACP may include 
the expression of both the type of care desired, as well as the location where the 
individual with dementia would like to receive care (Lopez, & Guarino, 2011). Despite 
the practical utility of advance directives, rarely were they put in place (Exley, Bamford, 
Hughes, & Robinson, 2009) and many spouses and family members were left to make 
end-of-life decisions based on what they thought their loved ones would want.  Spouses 
were capable of predicting with a moderate degree of accuracy the preferences of their 
partners for end-of-life care, and for carrying out the patients’ preferences even if they 
differed from their own preferences (Ayalon, Bachner, Dwolatzky, & Heinik, 2012).   
In the absence of ACP family caregivers must make complex care-giving decisions 
and often struggled with the decision-making process.  Caregivers felt ill equipped to 
determine if a specific end-of-life treatment had utility or was futile. (Caron et al., 2005). 
Uncertainty about the wishes of the person with dementia caused anxiety for family 
caregivers related to the magnitude of the consequences of potential end-of-life care 
decisions (Caron et al., 2005).  
Family members, as surrogate decision-makers, were often called upon to make 
decisions in which survival, or prolongation of life, was in direct conflict with the 
provision of quality of life (Kaldjian, Shinkunas, Bern-Klug, & Shultz, 2010).  
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Conceptualizing ACPs in terms of broader goals of care may have been helpful for family 
members as thinking of what they want and hope for their family member may move 
medical decision-making away from an intervention-focus and toward a goal-focus in 
which the appropriateness of an intervention would be discussed in the context of shared 
decision making (Kaldjian, et al., 2010).  
A limitation with ACP was that families may not always be certain what the 
expressed wishes entail or the degree of treatment the person with dementia wanted.  The 
ACP may not cover every clinical eventuality, which may leave family members 
guessing what the appropriate course of action was during a time when they were 
experiencing feelings of guilt, stress, and the burden of decision making.  A common 
roadblock for people, establishing ACP in the early stages of dementia while they still 
have mental capacity, was the reluctance of family doctors to provide early diagnosis 
(Chatterjee, 2008).  
Similarly, Congedo et al. (2010) found that physician attitudes, as well as lack of 
knowledge of the impact of artificial nutrition, hydration, and effective pain management, 
had negative consequences for patients with dementia in terms of quality of life.  
Caregivers, who had been properly informed by physicians of the terminal nature of 
dementia, were better able to implement ACP to minimize the potential for 
inappropriately aggressive treatments in end-of-life care for their loved ones (Congedo et 
al., 2010).   
End-of-Life Decision Making 
Concurrent with caregiving, the responsibility for decision making in end-of-life 
care often falls to spouses and families of people dying with dementia.  As the number of 
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people with dementia continues to grow, the need for research that is reflective of their 
experiences of grief, feelings of guilt associated with the burden of decision-making, as 
well as the ethical dilemmas associated with decision making, also increases (Peacock, 
2013).  Formal caregivers and clinicians need to broach the subject of end-of-life care 
early in the disease process and be aware that carers may feel ill-equipped to make end-
of-life decisions while acting as proxies and experiencing emotional distress and 
anticipatory grief.  Carers may benefit from information about the disease process and 
opportunities to process their conflicted feelings (Dening, Jones, & Sampson, 2013).  
Much research is required to conceptualize the experiences of spouses with respect to 
caregiving and decision making in end-of-life caregiving with dementia.   
Good end-of-life care consists of early communication with the person with 
dementia, identification of a surrogate decision-maker, and discussions about the person’s 
end-of-life wishes (Goodman, Amador, Elmore, Machen, & Mathie, 2013).  A health care 
proxy may be useful in ensuring an individual’s wishes are followed, but the language in 
many living wills may be too vague to assist physicians with the facilitation of translating 
goals of care into practice (Gillick, 2012).   
Themes of grief and loss were prominent in studies related to family members’ 
experiences at the end-of-life.  These experiences were due in part to the accumulation of 
losses throughout the dementia process, and the ways in which dementia, insidiously and 
psychologically, stole the care recipient from the caregiver (Kuhn, 2001).  Grief and loss 
are experienced differently across the span of dementia by adult children and spouses of 
the persons with dementia.  Adult children tended to think of their grief as additive across 
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the stages of dementia, whereas spouses conceptualized their grief as rising in a linear 
fashion as dementia progressed (Peacock, 2013).  
As the trajectory of dementia neared its end, spouses and family members were 
called upon to act as surrogate decision-makers for the myriad of ethically complex 
health care decisions that must be made during the end-of-life.  Spouses must make 
decisions around resuscitation, the introduction of artificial nutrition and hydration, and 
the best pain management for their loved ones (Reinhardt et al., 2014).  Spousal and 
family caregivers of people dying with dementia often were unprepared for the role of 
substitute decision-makers (Chaterjee, 2008) and having to make end-of-life care 
decisions, while grieving and under emotional distress.  Barriers for spouses and family 
members required to make end-of-life decisions were lack of education, difficulty 
accepting dementia as a terminal illness, and lack of understanding about the relative 
benefits and burdens of treatment decisions (Hennings, Froggatt, & Keady, 2010; 
Hughes, Robinson, & Volicer, 2005). 
Family caregivers described feeling like they were in unfamiliar territory, lacking in 
knowledge, and having had insufficient communication with professional staff.  Family 
caregivers often were grieving while caring and their own needs for support went unmet.  
Feelings of anxiety, uncertainty, stress, and guilt were experienced by caregivers.  In 
particular, not wanting to make decisions that might effectively hasten death was part of 
caregivers’ experience (Hennings et al., 2010).   
Resuscitation has been deemed ineffective in the population of people with 
advanced dementia (Reinhardt et al., 2014), and artificial nutrition and hydration have 
been strongly discouraged as feeding tubes fail to effect survival and put people with 
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dementia at greater risk of aspiration pneumonia (Mitchell et al., 2009).  Aggressive 
interventions, such as feeding tubes, do not alter the eventual outcome of deterioration 
and death, and are the product of a culture that promotes life at all costs (Ryan, Ingleton, 
Gardiner, Nolan & Gott, 2009).  Effective pain management is central to good palliative 
care and there is evidence that pain has been poorly managed in people dying with 
dementia (Sampson, Gould, Lee, & Blanchard, 2006) and that pain has been often 
undertreated (Hughes et al., 2005).   
The experience of dying was different for each person with dementia and for the 
spouse and family members (Mitchell et al., 2009).  However, the process of dying often 
followed a predictable path and there may have been sentinel medical events that 
signaled that the end-of-life was near. Physical changes such as the inability to swallow, 
the development of pneumonia, and significant pain were indicators that death was near 
(Mitchell et al., 2009).  Knowing what to expect during this difficult time was very 
important and nurses could provide anticipatory guidance to lessen some of the anxiety 
that spouses and family members experienced.  When a person with Alzheimer's disease 
was in the very late stages of the disease, the focus should have been on quality of life 
and comfort, rather than on lengthening life and giving treatment (Mitchell et al., 2009). 
Palliative care or hospice, also called comfort care, was focused on all the person's needs: 
physical, emotional, and spiritual (Alzheimer’s Disease International, 2013). 
Arriving at the Research Questions 
The researcher was fortunate to participate as a research assistant for two years in a 
phenomenological study in which older couples living with dementia were the unit of 
inquiry.  The purpose of this research was to gain an understanding of the experience of 
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older couples when one partner was diagnosed with Alzheimer’s disease.  Throughout the 
course of this study, researchers sought to gain an understanding of the experiences of 
older couples from the early to mid-stages (mild to moderate cognitive impairment) when 
one of the partners was diagnosed with dementia.  Through this work the researcher was 
inspired to continue thinking about what it means for couples to move through the entire 
trajectory of dementia to the end-of-life.  
In the researcher’s work as a client care coordinator on a dementia ward in a 
personal care home, she witnessed spouses and family members struggle with 
heartbreaking end-of-life care decisions.  Information gleaned from surviving spouses 
had the potential to provide unique insight and contributed depth and richness to the 
understanding of couples living and dying with dementia.  This information then may be 
used to develop and enhance services and supports, particularly the ways in which end-
of-life care is delivered in nursing homes, for spouses and for couples as they journey 
together through the experience of dementia on what often are parallel paths of suffering.  
The following research questions were born out of this practice-inspired experience. 
Research Questions 
Three key research questions were developed for this study.  
1)  What are the surviving spouses’ experiences of the end-of-life phase of the 
partners’ dementia journey? 
2)  What are the spouses’ experiences related to decisions to be made during the 
end-stages of their partners’ lives? 
3)  What are the spouses’ experiences of end-of-life decision-making relative to the 
presence or absence of advance directives (AD) and advance care plans (ACP)? 
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The research questions were designed to facilitate the gathering of information of 
the lived experience of spousal care partners, who had lost a partner to dementia.  The 
interviews were used to explore these experiences retrospectively.    
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Chapter 3 - Research Method 
A hermeneutic phenomenological approach, as articulated by van Manen (1997a; 
1997b), was implemented in this research.  The emphasis of this approach, on 
understanding phenomena as it is experienced, is well suited to the experiential story-
telling that formed the basis of this study.  According to van Manen, (1997b, p. 62), “we 
gather other people’s experiences because they allow us to become more experienced 
ourselves.”  The gathering of experiences provided an opportunity for participants to 
engage in narrative story-telling, to give a full and rich expression of their experience.  
This method was selected because of the unique potential for the use of hermeneutic 
phenomenology to unveil concealed meaning and provide sensitive awareness into the 
phenomenon under study (Streubert & Carpenter, 2011).  Using hermeneutic 
phenomenology as research method, the researcher unveiled the meaning of spouses’ 
experiences of the end-of-life phase of their partners’ dementia.  The epistemology of 
phenomenology is focused on revealing meaning rather than on proving a particular point 
of view or furthering the development of abstract theory (van Manen, 1997b).  
The spirit of hermeneutic phenomenology refers to a deliberate process of reading, 
talking, writing, and talking, reading, re-writing, and re-talking.  It is a journey of 
attention, of listening, and allowing the text to speak (Smythe, Ironside, Sims, Swenson, 
& Spence, 2008).  The hermeneutic circle refers to the concept of understanding the text 
as a whole through understanding the individual parts, and the understanding of each 
individual part by understanding the whole.  The hermeneutic circle is a metaphor for 
describing the analytic movement between the whole and the part, in which each gives 
the other meaning (Whitehead, 2004).   
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According to van Manen (2014), in the phenomenological text two types of meaning are 
combined to form the phenomenological sense of complete understanding.  Cognitive 
understanding refers to what the text says.  Non-cognitive understanding refers to how 
the text ‘speaks’.  The evocative, expressive, transcendent, and poetic elements of the text 
are used to create a phenomenological reverberation that allows the reader to ‘see’ 
something that contributes to a richer understanding of everyday experiences (van 
Manen, 1997b, p. 345).  When phenomenological texts ‘speak’ that which was mundane 
becomes transcendent and that which was familiar becomes enchantingly, and enticingly 
strange.  Reflective responses such as wondering, questioning, and understanding are 
often evoked through vivid textual descriptions that create a sense of nearness of the 
phenomenon (van Manen, 1997b).  Mutual recognition of the meaningful facets of the 
text can be experienced as transformative, when one has an intuitive understanding of 
what is written (van der Zalm, Bergum, & van der Zalm, 2000).  The transformative 
experience may then alter action and become relevant in the practical sense.  
Phenomenological knowledge derived from the evocative text is used to reform 
understanding and lead to thoughtful action, reflection on practice, and contributes to 
knowledge building and understanding, which subsequently informs practice (van 
Manen, 1997b).   
As a research method, phenomenology is useful in reflection on and in practice, and 
for practice to strengthen action (van Manen, 2014).  The research method will be 
discussed in relation to the steps in the hermeneutic phenomenological process, the role 
of the researcher, research participants, data collection, data analysis, and ethical 
considerations. 
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Steps in the Hermeneutic Phenomenological Process 
Procedural steps in the hermeneutic phenomenological process identified by van 
Manen (1997b) included:   
1.  Turning to a phenomenon that is of interest to the researcher and that commits 
her to the world 
2.  Exploring experience as we live it rather than as we conceptualize it 
3.  Reflecting on essential themes that characterize the phenomenon 
4.  Describing the phenomenon through the art of writing and rewriting 
5.  Maintaining a strong pedagogical relation to the phenomenon 
6.  Balancing the research context by considering parts and whole (p. 30-31) 
Role of the Researcher 
The researcher is a registered psychiatric nurse.  Her educational preparation 
includes a Bachelor of Arts degree (sociology and psychology), a Bachelor of Science in 
Psychiatric Nursing, and active enrollment in the Master of Psychiatric Nursing program 
at Brandon University.  Her nursing experience includes crisis work, adult community 
mental health in a primary health access centre, dementia care, and managerial 
experience in long-term care.  The researcher’s background, presumptions, and 
experiential professional knowledge are necessary for the meaningful undertaking of 
research (Dowling, 2004; Lopez & Willis, 2004; van Manen, 1997b).  The researcher was 
an instrument of inquiry and secured a position within the hermeneutic circle (Dowling, 
2004).  The researcher immersed herself in the research, dwelt with the data and allowed 
the text to speak deeply, to contribute to new understanding and insight through a mutual, 
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reciprocal process of interpretation, gaze, and wonder (Smythe et al., 2008).  Mutuality 
and reciprocity may be described as the ‘fusing of horizons’ within the hermeneutic 
circle.  The horizon the researcher brings to the research process required reflection 
(Whitehead, 2004).  Toward the goal of reflexivity, the researcher engaged in reduction 
to make beliefs, biases, assumptions, and presumptions explicit through an ongoing 
process of examining her own lived experience and making effort to reduce the influence 
of these beliefs on the process of analysis (van Manen, 1997b). 
Reflexivity involved the researcher reading her emotions, background, and history, 
and experiences in relation to the text.  The researcher read the narrative, assessed how 
she responded emotionally and intellectually to the participants, and wrote her reactions 
and interpretations prior to analysis (Mauthner & Doucet, 2003).  Reduction was used to 
mitigate the researcher’s subjective understandings that had the potential to interfere with 
her ability to fully appreciate the lived experiences of others, recognizing that all 
influence could not be eliminated as suggested by bracketing.   
The influence of the researcher cannot be entirely discounted, nor completely 
eliminated (van Manen, 1997b).  While connecting in the hermeneutic circle, the 
researcher endeavored to be aware of her own biases and not hold blindly to her own 
fore-meanings.  In this way the hermeneutic process evolved into a dialogical method in 
which the horizons of the researcher and participant were united (Dowling, 2004).   
Phenomenological reduction is a technique implemented in phenomenological 
research to discover the essential meaning of the phenomenon (van Manen, 1997b).  In 
order to delve into and describe the primordial experience of a phenomenon both 
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researcher and participants must put aside assumptions about it to see the phenomenon 
anew as it was experienced (Caelli, 2001).   
In order to develop an understanding of the lived experience of losing a spouse to 
dementia, the researcher interviewed spouses with direct knowledge of losing a spouse to 
dementia.  The purpose of interviews was to explore the experiential narrative of the 
phenomenon (van Manen, 1997b).  Conversational interviews were used to collect data 
through the use of open-ended, semi-structured research questions.  It is important to 
remember that in hermeneutic phenomenology the researcher does not conduct interviews 
but rather falls into conversations with participants and becomes involved in it.  The 
conversation has its own language and bears its own truth (Smythe et al., 2008).  
Reflection on the lived experiences of participants as described by spousal care partners 
guided the identification of themes.  According to van Manen (1997b), developing a 
thematic understanding is not a rule bound process but rather ‘seeing meaning’.  The 
identification of themes is not the same thing over and over.  It is an understanding that 
something is significant and the reader is guided toward it (Smythe et al., 2008).   
Research Participants 
Study participants were the care partners from older couples in which one of the 
partners had died with dementia.  The care partners had been residing with their spouses 
prior to the spouses’ relocations to long-term care facilities and they had maintained their 
relationships with their spouses until the partners died.   
The study occurred in a rural city on the Canadian prairies with a population of 
about 50,000 people (Statistics Canada, 2014).  A purposive sample was used in this 
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phenomenological study.  It was estimated that approximately 5-8 care partners were 
required to gather enough data to extract themes.  
Letters of invitation were provided to spouses whose partners died with dementia 
in personal care homes over the previous 6-18 months.  The 6-18-month period following 
the death of the partner was selected arbitrarily with the goal of being respectful of 
participants’ losses.  However, these time parameters were removed by the researcher 
because participants came forward, who had lost their partners as few as six weeks 
previously and up to seven years following the death of the partner.  The writer decided 
to allow participants to be the judge of their own readiness for participation.   
 Posters were placed in personal care homes in the community, as well as in medical 
clinics, seniors’ housing complexes, and local businesses.  While the letters and the posters 
did not generate any contact from potential participants, an article in the local newspaper, that 
featured an interview with this researcher created interest.  In the article, the purpose of the 
research was explained and surviving spouses were invited to come forward.  The researcher 
provided contact information and when contacted, spoke with potential participants on 
the phone and specified the requirements for participation.  
Criteria for inclusion were spouses, who a) were male or female and who were 
married or considered common-law spouses; b) lived in the community or surrounding 
rural areas; c) had a marital partner, who lived in a long-term care facility in the 
community or surrounding rural area prior, to passing away from dementia; and d) would 
be able to share their stories of their experiences of the end-of-life phases of their 
partners’ dementia.  
The researcher met with participants to discuss the research project.  The letter of 
invitation (Appendix A) was provided and if the potential participant agreed to 
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participate, the consent form (Appendix B) was provided and discussed.  Information 
related to data collection, recording, storage, and access to information, was included in 
the consent form (Appendix B). 
Ultimately, five participants were selected; four wives and one husband.  All spouses 
who met the criteria were included in the study.  Several potential participants were not 
selected as their partners were still alive and had recently moved into long-term care.  Thus, 
they did not meet the criteria of having lost a spouse to dementia.  One interview was 
conducted with each surviving spouse and all interviews were completed within a two-month 
period. 
Data Collection 
The researcher used a semi-structured interview guide (Appendix C).  In 
phenomenology the interview questions are a guideline to facilitate a conversation 
regarding the phenomena of interest and the research questions.  With the consent of the 
participant, audio recording was used to capture the dialogue.  The researcher was 
prepared to take written notes if a participant refused to have the conversation audio 
recorded.  However, all participants agreed to the use of audio recording.  The audio files 
were transcribed by a hired transcriptionist.  The transcriptionist was informed about 
requirements to maintain confidentiality and was required to sign a confidentiality 
agreement (Appendix D). 
Field notes were generated throughout the research process and detailed entries 
were written following each interview.  The field notes were used to describe 
observations made by the researcher regarding the context of the interview and 
environment.  Field notes included descriptions of the environment, participant’s body 
language, and other observations that could not be captured through audio-recording 
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(Streubert & Carpenter, 2011).  The process of developing field notes also was refined as 
the research progressed.  These notes were incorporated into the development of themes 
as the data were interpreted. 
Data Analysis 
The phenomenological process of van Manen (1997b) was used to guide the 
analysis through the interpretative tasks of organizing the dialogue from the interviews 
into themes and details related to the themes.  In this approach the opportunity to 
reflectively come to understand the experiences of spouses’ experiences of loss of their 
partners in the end-of-life phases of dementia was fully discussed.  This research process 
consisted of allowing the part-whole relation of the phenomenological experience to 
thematically present itself through researcher-participant interpretation (van Manen, 
1997b). 
Ethical considerations are foundational to the research design including the data 
collection and analysis of this project.  Intuition and sensitivity fundamentally directed 
the moral commitment and encounter with the participants as the lived experiences were 
explored through the relationships established between the co-researchers (Holm & 
Severnisson, 2011).   
Ethical Considerations 
This research project followed the Tri-Council Policy Statement: Ethical Conduct 
for Research Involving Humans (Canadian Institutes of Health Research, Natural 
Sciences and Engineering Research Council of Canada, & Social Sciences and 
Humanities Research Council of Canada [TCPS 2], 2014).  The researcher completed the 
Tri-Council Policy Statement 2 Tutorial Course on Research Ethics (CORE).  Ethical 
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approval was obtained in September 2015 from the Brandon University Research Ethics 
Committee (BUREC) (Appendix E).  The letter of invitation (Appendix A) and consent 
form (Appendix B) were provided on Brandon University Faculty of Health Studies 
letterhead.  Ethical considerations included such topics as research involving elderly 
persons, consent, anonymity, and confidentiality. 
Research involving elderly persons 
Consideration of the physical needs of the elderly population was factored into the 
research project (TCPS 2, 2014).  The use of large print and layperson terms were used in 
the letter of invitation and consent form.  Interviews were scheduled at the convenience 
of the participants and held in locations of their choice.  The interviews were completed 
within one to two hours depending on the comfort of the participants, so as not to be 
unduly taxing for participants. 
Consent 
The research project, procedure, and ethical considerations were explained to the 
participants.  The interviews were undertaken upon review and signing of the written 
consent form.  Each participant was provided with a completed copy of the consent form 
and a copy of each consent form was retained by the researcher.  The participants were 
encouraged to respond to questions that they were comfortable with answering, reminded 
that their participation was voluntary at all times, and informed that they had the right to 
withdraw from participation at any time (TCPS 2, 2014).  The consent form included 
information regarding the purpose of the research, handling of data, and sharing of 
findings.  The participants were made aware that their information may be shared as part 
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of discussion toward the development of future policies and delivery of care services to 
couples experiencing dementia.   
Anonymity 
Participants were informed that their anonymity would be protected from those 
persons other than the principle investigator, through the use of coded information.  
Direct identifiers were removed from the information and replaced with codes.  The 
researcher was the only person with access to the codes (TCPS 2, 2014).  Findings were 
aggregated and identifying data were removed to ensure that participant identity would 
not be apparent.  The participants were informed of the process by which their identity 
was to be kept confidential through the use of pseudonyms and numbers on the 
documents.  Any identifying information was replaced, with false details such as 
pseudonyms, or removed completely.  
Confidentiality 
The ethical duty of confidentiality refers to the obligation of an individual or 
organization to safeguard entrusted information.  The ethical duty of confidentiality 
includes obligations to protect information from unauthorized access, use, disclosure, 
modification, loss or theft.  Fulfilling the ethical duty of confidentiality is essential to the 
trust relationship between researcher and participant, and to the integrity of the research 
project (TCPS 2, 2014). 
Computer files and transcripts of conversations were kept confidential and accessed 
only by the researcher, supervisor, and the transcriber.  The computer files were saved on 
a flash drive and stored with the written notes in a locked filing cabinet. 
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Client sensitivity 
Conversations on sensitive topics can be distressing for participants.  During most 
of the research that the researcher has participated in with couples living with dementia, 
they have welcomed the opportunity to share their stories and talk about their 
experiences.  However, to be cautious, if any participant appeared to be upset by the 
conversation, a debriefing was planned to occur at the end of the interview.  Also, should 
the researcher see any evidence of a need for further support, information about the 
community mental health services and senior’s mental health would be shared with the 
participant.  However, no need for such debriefing or sharing of support information was 
noted at the conclusion of any of the interviews. 
Summary 
In this hermeneutic phenomenological study, the retrospective experiences of 
spouses with partners, who died with dementia were explored.  A purposive sample of 
spousal care partners was gathered through connections made following publication of a 
story about the research project in the Brandon Sun newspaper.  The writer’s contact 
information was provided in the story and prospective participants contacted the writer 
using the information provided.  Ethics approval was sought and obtained from the BU 
Research Ethics Committee and the researcher followed the Tri-Council Policy 
Statement: Ethical Conduct for Research Involving Humans.  The researcher interviewed 
5 spousal care partners using a semi-structured interview guide.  The phenomenological 
process of van Manen (1997b, 2014) was used to focus on theme evolution and analysis 
of interpreting and organizing data from the interviews to accurately reflect the 
experience of spouses, whose partners died with dementia.   
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Chapter 4 - Findings 
Characteristics of the participants are included in this phenomenological research 
for the provision of context.  Information about spousal experiences were gathered from 
the stories of the spouses obtained via in-person interviews and transcription of those 
interviews.  Field notes in the form of recorded observations, impressions, and reactions 
to the interviews with the surviving spouses provided further data for reflection and 
analysis.  Demographic characteristics of the participants include: the age of the partners 
with dementia at the time of their deaths, the age of the surviving spouses at the time of 
interview, the number of years the couples were married, the length of time the partners 
with dementia were in long-term care (LTC) prior to their death, and the time at interview 
since the deaths of the partners with dementia.   
For the sake of clarity in this analysis, the term ‘spouses’ was used to denote the 
spouses, who were study participants.  The terms spouses and participants have been used 
interchangeably.  The term ‘partners’ was used to denote the now deceased partners of 
the study participants.   
Themes were developed from the transcriptions of the interviews and key themes 
were: insufficient education about dementia for the spouses, insufficient knowledge of 
the health care providers about dementia, relationships of spouses with their partners, 
relationships with the health care providers, preserving dignity of the partner with 
dementia, supports of the spouse, as well as end-of-life decisions and outcomes.  
Demographic Characteristics of the Participants 
Participants in the study ranged in age from 65 to 88 years of age at the time of 
interview, with an average age of 74.8 years (See Table 3.1).  The length of time the 
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couples had been married ranged from 42 to 60 years, with an average of about 50 years.  
The deceased partners with dementia had ranged in age from 62 to 90 years of age at the 
time of their deaths, with an average age of about 76 years.  Two of the partners, who had 
died with dementia, had early onset dementia, that is, a diagnosis of dementia prior to the 
age of 65 years (Alzheimer Society Canada, 2010).  All of the participants had adult 
children and described varying levels of support and involvement from their adult 
children.  Information with regard to the length of time from diagnosis of dementia until 
time of death was unobtainable due the inability of the surviving spouses to recall exact 
dates and details of the period leading up to placement of their partners in long-term care.  
The strength and commitment of the surviving spouses was evidenced by the brief length 
of time the deceased partners had been in long-term care prior to their deaths; ranging 
from less than one year to just over three years.  The generosity of spirit of the surviving 
spouses was evidenced through their willingness to participate in this research despite 
grieving the loss of their spouse as recently as seven weeks prior to the interview, and up 
to seven years following the loss of their partners.   
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Table 3.1 Demographic Characteristics of Participants 
Participants 
 1 2 3 4 5 Average 
Age of 
partner with 
dementia at 
time of death 
79 Yrs 90 Yrs 68 Yrs 62 Yrs 82 Yrs 76.2 Yrs 
Age of 
surviving 
spouse at 
time of 
interview 
75 Yrs 88 Yrs 65 Yrs 68 Yrs 78 Yrs 74.8Yrs 
Years 
married 
54 Yrs 60 Yrs 6 Mo 45 Yrs 42 Yrs 50 Yrs 50 Yrs 4 Mo 
Years in LTC 
prior to death 
1 Yr 5 Mo 3 Yrs 3 Mo 11 Months 6 Months 7 Months 1 Yr 4 Mo 
Time at 
interview 
since death of 
spouse 
13 Weeks 2 Yrs 3 Mo 7 Weeks 7 Weeks 3 Years 1 Yr 2 Mo 
 
Arriving at the Themes 
When asked what they first noticed about changes in their partners' behavior that 
made them think something was going on and that their partner may have dementia, 
inevitably, all participants replied, "it was the little things."  Similarly, when they told the 
stories of their experiences of the final phases of their partners' dementia, details, often 
held close, and thought inconsequential, emerged and contributed to a deeper 
understanding of the meaning of these experiences, both individual and collective.  
Van Manen's method of phenomenological inquiry (2014) required the researcher 
to be reflective, insightful, sensitive to language, and constantly open to experience.  In 
keeping with this method, stories told by participants in these rich narratives and select 
quotes will be used to illuminate surviving spouses' experiences of the final phases of 
their partners' dementia journeys.  Used contiguously with a hermeneutic approach that 
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includes reading and re-reading the transcripts of interviews, as well as writing and re-
writing observations, thoughts, and letting the data divulge its secrets, a beautiful 
alchemy takes place in which the raw data is transformed, and distilled to its most pure 
form.  That is, what were once merely transcribed words on a page becomes the ‘gold’ of 
story, experience, and meaning.  
While it is true that due to its imprecise nature, language can be used to both reveal 
and conceal, by being sensitive to participant’s language and open to the shared 
experience between researcher and participant, themes extracted from the narratives were 
revelatory of experience.   
The revealed themes included deficits in education about dementia provided to 
spouses, deficits in knowledge of health care providers about dementia, relationships of 
the couples, relationships with health care providers, dignity of the partner, sources of 
support encountered by the spouse on the journey, and end-of-life decisions and 
outcomes.  
There is considerable overlap between and among themes as all parts of the 
experience were inextricably interwoven and comprised the whole of the experience.  
Themes are presented in random order as chronology and hierarchy have no bearing on 
the embeddedness of the themes in the context of the narratives and on the meaning 
contained therein.  
Insufficient Education about Dementia for Spouses 
All of the participants reported that their partners’ dementias occurred within the 
context of other co-morbid physical health conditions such as Parkinson’s disease, 
hearing and vision impairments, chronic obstructive pulmonary disorder (COPD), or they 
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had previous illnesses such as colon cancer and congestive heart failure.  Subsequently, 
participants had previous contact with the health care system.  However, when it came to 
investigations into their partners’ brain health, as suspicions of memory, cognitive, and 
functional problems deepened, and in attempts to obtain a diagnosis, participants agreed 
that insufficient information was given to them by health care providers.  They received 
insufficient information about dementia in general, as well as about specific types of 
dementia, disease progression, expectations for the end-of-life phase of the dementia 
journey, and potential end-of-life care decisions they might have to make.  Their 
perceived lack of knowledge and education left the spouses feeling ill-equipped to cope 
with their partners’ dementias and uncertain about their futures.   
One spouse reported that when his wife received a diagnosis of Lewy Body 
dementia he had never heard the term before and at the time of diagnosis, he did not 
recall being given much information.  He stated, “I’d heard of Alzheimer’s but I’d never 
heard the term Lewy Body Dementia before.”  Uncertain of what the diagnosis meant, 
this spouse set out to do some reading about it.  The reading material was not given to 
him by anyone on his wife’s treatment team.  He sought the material on his own.   
Notably, one participant said than a CAT scan was ordered for her husband 
following admission to an assessment unit.  She was unsure why the doctor had ordered 
the scan and she was left feeling more uncertain and anxious when the doctor told her, 
“Now you be careful, you be very, very, careful.”  However, the doctor did not tell her 
why she should be careful, or of what she should be careful.  She later surmised that 
when she woke up in the night with her husband punching her that such behaviour was 
possibly the reason he had told her to be careful.  This state of unknowing contributed to 
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ongoing anxiety and she had not been told that given the type of dementia her husband 
had, there may be instances in which her husband would act out or strike out at her and 
she may need to protect herself.  Her husband began experiencing visual hallucinations 
and he became fearful of his own reflection.  She reported that the neurologist had not 
told her that her husband had Lewy Body dementia and that hallucinations were a 
common feature in this type of dementia.  She said, “I would have liked to have known 
that he was gonna experience all those hallucinations because that was the worst part of 
it…but nobody told me and nobody told me anything about Lewy Body.”  
Similarly, when her husband quite suddenly lost the ability to walk, she did not 
know that changes in mobility also were common in this type of dementia.  She recalled, 
her brows knit tightly, still in apparent confusion, “He just sat there at, on the edge of the 
bed and looked around and he couldn’t figure out why he couldn’t walk.”  Her partner 
never did walk again.  This participant said she “heard about this Lewy Body Dementia 
from somebody else; not from the doctor, not from their local GP, or from the specialist.”   
Another participant said that although her husband’s symptoms were atypical for 
dementia and he was experiencing significant vision loss, it took a long time to receive a 
diagnosis.  When her husband was diagnosed with a very rare form of dementia with 
sensory impairments, she said they eventually sought out alternative medicines and 
therapies because, “there was nothing for us in the scientific medical world.”  
Information on this specific disease progression and possible treatments was very hard to 
come by so they saw a naturopathic doctor, and tried art therapy, acupuncture, 
hydrotherapy, and BEST treatment, which is bioenergetic synchronization technique.  All 
of these treatments were undertaken in an effort to provide some symptom relief for her 
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husband.  While temporary relief may have been obtained from the various therapies, it 
was not a substitute for accurate medical information and guidance.  Another participant 
said that she was familiar with the term Alzheimer’s and that she had done some reading 
to educate herself following her husband’s diagnosis, but she was not given information 
about the progression of the disease or what to expect during the end-of-life phase.  
The participants stated that they believed education about the partners’ health 
conditions should have been imparted to them by their partners’ doctors.  In some cases, 
there were multiple doctors involved, which made it difficult for the spouses to know the 
correct doctor to approach for information, if they felt that they could approach the 
doctor.  Admission to an assessment unit often meant the addition of a psychiatrist, 
neurologist, a new general practitioner, a primary nurse, and a social worker, to the health 
care team for the duration of the admission.  Admission to a waiting placement unit or 
long-term care facility meant the introduction of another new in-facility doctor, a new 
primary nurse, perhaps the introduction of a mental health resource nurse, and yet another 
social worker.  When their partners were transferred to a facility, the spouses reported 
that they often had to stop seeing their local or community doctor and their partners were 
assigned to a new doctor.  There was consensus among the participants that members of 
the health care team did not always know whose responsibility it was to pass information 
on to the spouse or if another member of the team already may have shared the 
information.   
Insufficient Knowledge of Health Care Providers about Dementia (Staff) 
Nurses were seen as more accessible than doctors but unfortunately, the nurses may 
not have known the detailed information about dementia to be able to provide it to the 
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spouses, or nurses may have lacked the capacity to impart the knowledge under the 
difficult circumstances.  One participant said that nursing staff should be able to tell a 
spouse about the illness of the partner and about the trajectory of the illness, but said “a 
lot of the staff in the care home had never heard about it (Lewy Body dementia).”   
Believing that nursing staff lacked necessary knowledge was an issue about which 
two of the participants spoke quite strongly.  One spouse sensed that the nurses did not 
know anything about the type of dementia her husband had.  She said, “With his type of 
dementia, like people didn’t, they couldn’t get it…that things were not gonna be, you 
know, the normal path.”  She went on to add, “They didn’t know how to deal with him.  
They didn’t realize that he was different than Alzheimer’s.”  This participant recognized 
that not all staff had knowledge deficits and conceded, “not like with everyone but some 
of the older staff, they needed to go to some of the seminars.”  She was referring to 
education seminars provided by the Alzheimer Society and she paid for four staff to 
attend as her contribution to addressing the education deficits.  She believed that her 
husband needed more attention to his mental and emotional needs than to his physical 
needs, at least initially.  While she could find no fault with the physical care provided, 
she believed that the adherence to routine interfered with the provision of mental and 
emotional care.  “Routine took precedence,” especially among “the health care aides and 
they’re like little robots.”   
The second spouse, who felt strongly about the lack of knowledge, believed that 
nursing staff had knowledge deficits with regard to ostomy care and rated this specific 
type of physical care as “fair to terrible.”  This spouse felt so strongly about the poor 
quality of care that he removed his elderly wife from a long-term care facility and cared 
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for her at home after the skin under the colostomy bag became inflamed, infected, and 
began bleeding.  He said, “The staff there had had I think no experience with a 
colostomy.”  He added that he attributed this aspect of poor care to “a lack of training and 
lack of supervision from the top.  Senior administration should try to have a little more 
supervision over the homes to make sure that things are done right.”   
Despite these reported concerns with the quality of the physical, mental, and 
emotional care provided at times, their frustration with staff and other health care 
providers did not impede the will of the spouses to continue to work with the health care 
team.  These situations did not appear to have a significant impact on the overall quality 
of the relationships between the spouses and members of the health care team.   
Relationships of Spouses with their Partners with Dementia 
A predominant theme that permeated every aspect of this research was that of the 
primacy and quality of the spousal relationship.  All participants reported particularly 
close marital relationships and recalled with fondness the persons, who had been their 
partners prior to the intrusion of dementia into their lives.  They discussed the subsequent 
alterations in the course of many plans, dreams, and expectations of what retirement and 
the rest of their lives together would entail.   
One spouse stated that she had started dating her husband when she was thirteen 
years old and they had been together until he died.  She described him as a “gentle 
person, he would never hurt anybody.”  Her appreciation of the essential nature of his 
character helped her extend understanding when he behaved in a way that was out of 
character for him.  One night she woke up and was startled to find that her husband was 
sitting on top of her, and was punching her.  She told him who she was and to stop and he 
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stopped.  Rather than personalize this behavior, she offered the following explanation, “I 
think he was fighting demons in his mind.”  She understood that this behavior was part of 
his disease and that this was not the man she had known her husband to be.  
Another spouse stated “we had a really good marriage” and she was grateful for the 
time they had together following her retirement and prior to his admission to long-term 
care.  “We were hardly ever apart” she stated.  
When speaking of their marital relationship, another spouse stated simply, “we were 
always there for each other.”  When asked what she attributed their closeness to she said, 
“I think, just because you’ve spent 42 years plus your dating time together, there’s a 
certain bond, just a camaraderie you have for each other.” 
With regard to the changing nature of the spousal relationship throughout the course 
of the dementia journey, the spouses spoke to the reality of the dual roles of spouse and 
care partner.  One spouse stated that he felt like his relationship with his wife was 
significantly different in the last 5 years of their marriage than in the preceding 55 years 
of their life together.  He stated, “I lost my wife nearly 5 years before we buried her.”  “In 
most respects our marriage, our married life had ended back in 2009/2010 and when it 
came to the end you know we, I, I, I knew that was coming and it was inevitable.”  This 
husband said that prior to his wife’s admission to long-term care, he “took over and from 
there on I was her caregiver, when at home for her colostomy care.”  As his wife’s 
dementia progressed, he also took on other of her care needs in long-term care.  He fed 
her the lunch and supper meals every day initially, and stated that he put her to bed 
almost every night.  He reported visiting every second day when he transferred her care 
to another center.  He said, 
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It took about an hour to get a decent meal into her.  They (staff) were 
helping some of the others that had dementia and ten minutes was about 
all they would spend.  I’m pretty sure that if I hadn’t been there every 
other day, my wife wouldn’t have got much nourishment a lot of the time. 
  
When asked what had prepared him for this kind of dedicated care giving he replied 
simply, “It was something that I didn’t anticipate but, uh, I accepted it willingly.  We had 
a, a good happy marriage.  She was an excellent wife and mother and, uh, I, I felt that I 
owed her a lot.”  He went on to add, “when something tragic like that hit her I felt like the 
best I could do was to do what I could to give her some quality of life.”   
Another spouse reported that the care giving role snuck up on her.  She said, “I was 
so used to caring for him, and being a nurse myself that, you know, incrementally it just 
keeps getting to be a little more until you don’t even realize how much it is.”  It is no 
small irony that just as her husband became increasingly dependent on her for care, when 
he was admitted to long-term care, the staff also came to rely on her for her knowledge of 
her husband’s specific type of dementia and for guidance and direction with regard to his 
care.  This spouse said she believed it was a lack of knowledge that prevented care home 
staff from knowing when to initiate palliative care measures such as discontinuation of 
oral medications, establishment of a subcutaneous medication port, and need to increase 
morphine.  She said staff initiated these measures when she asked or told them to, but, “I 
didn’t feel like I should have to tell them.” 
As caregivers, spouses often ignored their own health needs.  One spouse said, 
I felt I just had to do what I could and I took the bull by the horns and said 
this is what I have to do.  I couldn’t say I was depressed because I knew if 
I let myself get depressed, I wouldn’t be able to function and help my 
wife.  
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He reported that his days were full of care giving responsibilities, he was not getting 
much sleep, and he did not “have time to grieve or anything.  I was just trying to keep 
from being depressed.  Similarly, another spouse with cardiac issues said, “I’ve had stents 
and what not.  If I get myself run down then I’m no good to him either.”   
While the surviving spouses struggled to adapt to changes in their marital 
relationships, all five spousal participants reported that one of the greatest struggles they 
faced was the pain of bearing witness to the changes in the person they had known their 
spouses to be prior to dementia.  One participant described with sadness watching her 
husband whom she described as “a calm person, a quiet, kind person” turn into a person 
who was confused and terrified of his own reflection.  She said he was so frantic to get 
out of the geriatric assessment unit that, “He would take the broda chairs to pieces.  He’d 
tear the leather off then he would take the pieces off.  He took two or three of the apart 
before he even left there.”  She said her husband was “such a gentle person he would 
never hurt anybody” and she continued to believe this despite being wakened by him 
sitting on her chest punching her.  She said that he apologized and that he thought she 
was an “intruder or something.”  She was able to extend understanding to him and 
rationalize his behavior by telling herself that the disease process altered his thinking.  
Another spouse concurred that it was “heartbreaking to see what happened to her, 
especially in the last two to three years.”  Another spouse reported that watching her 
husband deteriorate was “sad, of course, because you could see him failing and at that 
point you could see a change fairly often.  Almost like say every two weeks there’d be 
something more added to his challenges.”  She stated, 
The hardest part was just watching him not be the person he was.  Like he 
was a very proud person and very intelligent.  And just to see him struggle 
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with day to day things, like especially for him who loved to talk and had to 
struggle to get you to understand anything.  And he loved to read and just 
couldn’t fathom that he couldn’t read anymore. 
 
All five participants reported visiting their partners every day or almost every day 
for the entire duration of their placement in long-term care up to, and including, the end-
of-life phase of their partners’ dementia.  Daily visits were a way to maintain a sense of 
connection to their partners as well as monitor their partners for changes in their 
conditions, and to ascertain if they were being cared for adequately by the staff.   
Daily visiting in the care homes provided opportunities to connect with their 
partners and they experienced challenges in finding new ways to connect.  Three of the 
five spouses found that one of the best ways to connect with their partners was to engage 
in an activity.  For these participants, the activity of choice was walking.  As some of the 
partners were physically mobile up to within months of their deaths, this activity was 
well tolerated, was something the partners could do, and gave the spouses a much-needed 
sense of being able to do something with and for their partners. 
One spouse stated, “we just walked all the time, he walked everywhere.  He just 
wanted to walk, walk, walk.”  Another spouse reported a very similar experience and said 
that her husband “was known for walking the halls.  He was restless I guess and walked 
and walked lots.  So, I would walk with him.” A third spouse stressed the importance of 
continuing to do things together and stated that walking was something that her husband 
was able to do up until one month before he died.  She said, ‘because you want to be 
together, you wanna do, and by keeping mobile and you can do things so much easier and 
to me that was a blessing that he was that mobile that you could take him out and go 
places”.  This wife took her husband home on weekends, out for walks along the 
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riverbank, and for walks through the mall when the weather was unpleasant.  She stated 
that he enjoyed walking along the riverbank and was excited about seeing the wildlife.  
She added, “anything you can do of interest for that person would be good and that keeps 
you doing things together.” 
Relationships with Health Care Providers  
Regardless of the length of time the partners with dementia were in long-term care 
prior to their deaths, the surviving spouses reported having varying degrees of 
relationships with the partners’ formal caregivers and other members of the health care 
team.  Some of the relationships were described as perfunctory and professional, and 
others as more supportive and sustaining.  Overall, the surviving spouses reported 
satisfaction with the care their partners had received and with the relationships that they 
had formed with staff.  Spouses expressed sentiments such as, “This is a wonderful care 
home though, it really is.  They do bend over backwards to look after everybody.”  Other 
spouses concurred and stated, “We had a good relationship.  Nursing staff and I, you 
know, we worked together.”  Also, “I don’t know where he would’ve been better at.  Like 
there’s no place for him that he would’ve fit.  He was in the best place he could’ve been” 
One spouse recounted a story of the time when her husband had to be admitted to a 
geriatric assessment unit.  She talked about the reaction of nursing staff when he was to 
be transferred. 
They (the nurses) were so upset with him going.  They felt that, uh, they 
had failed us…They, they had such a love for him.  They had just 
embraced him and protected him like he was just, he was given such great 
care there.   
 
When his needs became such that he required a time of specialized care and 
interventions, “they felt like they had failed us.”  Another spouse stated, “They (nursing 
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staff) were all wonderful.  The care was just more geared to his needs at ------ home 
because they certainly have the experience and expertise, so, yeah, he got very good care 
there.  They were very good with me too.”  This family had a choice of placement and 
chose this particular home because they had heard good things about it.  “I was very 
grateful that that’s where he was.”   
However, specific concerns and staff behaviors were identified as detrimental to the 
spouses’ relationships with staff.  A particular concern emerged with respect to the 
spouses’ relationships with their partners’ doctors.  Frustration was expressed with regard 
to accessibility and minimal contact with the doctors.  One participant in particular 
expressed extreme reluctance to “bother” the doctors and subsequently, her questions and 
concerns went unasked and unanswered.  A neurologist ordered a CAT scan for her 
husband for reasons unknown to her.  Later, she learned that her husband had begun to 
experience hallucinations and movement problems.  She said,  
I had no idea and I wish they had told me.  If the doctor had any idea that 
(Lewy Body) is what he had I wish he would have told me.  Cause then I 
would’ve known what to look for. 
 
When asked if she thought it would be ok to ask questions of the doctors she said,  
 
Well, I think, I think everyone is a little timid to do that.  You just figured 
that if they wanted you to know they should tell you.  It shouldn’t be up to 
you to have to.  They’re busy people, you hate to bug them.  
 
She added that if she had asked the doctor directly “she probably would have answered 
me, too, but you always feel like they’re so busy that they don’t have time for you.”  She 
also was reluctant to ask questions of the other staff because,” the doctors probably 
wouldn’t want them, the doctors are touchy, they shouldn’t be so damn touchy.”  She 
stated that at one point she thought about going back to ask the specialist some questions 
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but decided against it because, “I thought he would be upset if I did that.  And I know 
he’s a very busy person so he would probably be wanting to shoo me away.”   
Other spouses shared this frustration and one said, “there were some instances 
where, um, you know, I had questions and there seemed to be some delay in getting 
answers, you never saw, you know when I was there, the doctor never was.”  When asked 
if she would have liked more contact with the doctor and what kind of information she 
would have wanted, she said, “I guess just better updates of where he (my husband) was 
at and maybe what to expect next.”  Another spouse recalled this frustration with regard 
to lack of contact with the doctor and said, “the only thing is, we never, never saw the 
doctor.  I never, never did meet him until after he (my husband) died.”   
Another particular concern was raised about barriers to relationships that were 
created when nursing staff used medical language and nursing terms that they assumed 
spouses would understand.  A spouse relayed her story of an event near the end of her 
husband’s life that left her confused, second-guessing herself, and feeling disconnected 
from the nurses providing care to her husband.  Citing regret that she had lacked 
information, this spouse said, “they told me that, um, uh, he was going to be in, what did 
they call it.  Uh, care, um, something and care.  What’s that phrase?  Care and comfort.”  
She was referring to a commonly-used nursing phrase, a designation on facility end-of-
life care plans that outlines the interventions to be received when a resident is dying.  She 
said, “You know, and I did not know what that was.  But I should’ve said, what is that?  
What does it mean?  And I didn’t ask which was really stupid on my part.”  She stated 
that it did not occur to her to ask for clarification of that term right at that moment, but 
when she returned home following her visit with her husband, she began questioning 
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what it meant.  She added tearfully, “I should have been more prepared for his death” and 
that if she had understood what the term meant she “would’ve wanted to sit with him.  
But I didn’t go in and so that’s what I feel really bad about.”  A nurse called her around 
midnight and told her she should come in and she was able to spend about an hour with 
him before he died, but she expressed still feeling guilty about not being with him 
throughout the day he died.  “I really would’ve liked to have been there.  I should’ve 
been there.”  When asked when she came to understand what care and comfort meant, 
she said, “Well, after, uh, you know, after the fact, yeah, that’s when I realized it.  That’s 
a common phrase.  I guess I should’ve known.  I should’ve known.”  She offered the 
following explanation with regard to her uncertainty.   
I guess people that work in the medical field, that’s a phrase I guess you 
just take for granted.  Everybody knows but you know, the ordinary 
person off the street doesn’t always put two and two together that way.  
You don’t necessarily know that because and of course I have said to my 
daughter how stupid I felt that I didn’t even know that.  And she said well, 
but mom, how could you? 
 
With regard to the ‘inside’ language health care providers often use, she said, 
“Well, they just take for granted and I, there are people that would catch onto that and 
they would know right away, but not everybody does.”  To ensure understanding between 
the nurse and spouse, she recommended that health care providers check with spouses 
and ask, “do you know what that means?”   
Dignity of the Partner 
Having their partners treated with dignity in the final phase of their dementia 
journeys was identified as an important theme by the surviving spouses.  The need for, 
and expectation of, respect for the personhood of their partners was deeply felt and 
recognized as an essential element of end-of-life care.  The surviving spouses expressed 
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fierce protectiveness of their partner’s dignity, privacy, and pride, especially as it related 
to toileting, bathing, and changes in continence. 
Any aspect of the care provided in long-term care facilities that made life easier for 
their partners was viewed as protecting and promoting dignity.  One spouse said that she 
really appreciated that the long-term facility had a ceiling tract lift because her husband 
needed to be lifted in and out of bed and into his chair and “he didn’t mind the lift at all.”  
She said that if the staff had to manually lift him “it would have been horrible.”  She 
believed that by using the mechanical lift it prevented unnecessary distress for her 
husband and this kept him from acting out and behaving in a way that would have been 
out of character for him, such as striking out at staff in his confusion and frustration at 
being jostled around during transfers.  Another aspect of the care that she felt “was really 
special about that care home” was that her husband was given a room right across from 
the dining room.  She said this location was helpful because “he wasn’t so afraid of the 
noises because he could hear them all day long and then he wasn’t hearing voices.”  This 
approach was seen as dignity preserving because it lessened his fear and subsequent 
confusion. 
Another spouse reported that she believed her partner’s dignity was compromised 
when staff “tattled on him” and provided too much information about her husband’s 
behaviour that left her wondering why they were telling her certain things.  She said there 
were “some things that they told me that I thought, I was horrified, I would rather (not 
have known).”   
She provided an example of a time that she was informed by staff that her husband 
“had squatted in the hallway to have a poop.”  She was mortified because she knew her 
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husband was “such a private guy that he would never do this ever.”  She was frustrated, 
“they (staff) could never pick up on the fact that he had to have a bowel movement.”  She 
raised a valid question as to why staff had not noticed and why all the staff were having 
lunch together or in activities, “and then I thought, should you not have picked up on the 
fact that he was needing a bowel movement before he finally got to the point where he 
pooped in the hallway?”   
This spouse refrained from discussing her husband’s care needs with other people 
because, “I was always pretty protective of him.”  When asked if she was protecting his 
privacy, she replied, “Protecting his pride maybe.  Because he didn’t know what was 
going on.  I mean, that was always about his dignity.  I think the dignity’s a big thing, 
because they do things they would never do.”   
A spouse felt the need to take protective action for her husband when she noticed 
that his “bathroom habits” had changed.  Her children and daughters-in-law had offered 
to take turns looking after her husband at home just prior to his transfer to long-term care.  
She said to them, “I can’t have you dealing with that.  Considering the relationship, I 
think they were better not having to witness that.  It’s hard to say if he would’ve been 
with it enough to be embarrassed.”  Regardless of his ability to experience 
embarrassment, she knew that if he were well he would not want his children and other 
family members providing personal care and for this reason it was important to protect 
his dignity.  She said this was one of the reasons she was appreciative of his placement in 
long-term care, “so I was very grateful that he was where he was as, they’re more used to 
it than I am.” 
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Wanting to protect the dignity of her spouse was instinctual for another spouse.  She 
said that she attended an information session about Alzheimer’s disease with two of her 
sons “but one family had brought the person with Alzheimer’s and I just felt 
uncomfortable with that.  Some of the things they were talking about I just didn’t think 
that person should hear.”  She said that at an appointment with the doctor he asked a 
couple of questions about her husband, with her husband present, but did not ask her 
husband directly.  She said, “I felt I was putting him down by saying…giving him the 
truth, so I said (to the doctor) I will talk to you later about that.”  She was very protective 
of his feelings and “just didn’t want him to feel badly.  He was already suffering 
enough.”   
Fear of getting in the tub was the issue that one spouse believed contributed to her 
husband being treated in a way that compromised his dignity.  This wife knew that as his 
dementia progressed, her husband had become increasingly fearful of getting into the 
bathtub.  He had been fearful of the bath when they lived at home together, and this 
pattern persisted following his admission to long-term care.  She did not want him to be 
afraid and made of point of attending the care home on his bath day so she could be 
available to assist in any way she could and to distract her husband during preparation for 
the bath.  She recounted her experience of being at the care home on bath day, busying 
herself with preparations, when events took an unexpected turn.  She recalled, 
I was helping get ready in his room with a tray, all the things that he 
needed to take in there and all of a sudden there were four or five 
attendants.  They just all came in, and they were going to take him and 
they were going to bath him.  Immediately, and I, oh what’s happening 
here.  So like, down the hall they went and I followed and they went in 
and I thought, well of course, there wasn’t room for me. 
  
She said she thought this behaviour was not right as, 
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I was always there for his bath.  I don’t know what on earth made them do 
that that day, that was terrible.  That was almost an invasion of his privacy 
I would say to have five people all of a sudden just, you know, when it 
only required one and, if I was there 
 
Another time she said,  
So, when they wanted to medicate him for a bath, well, they did it one 
day.  When I didn’t even want them to.  I never gave them permission to 
do that but I got there one Sunday morning and they said they’d already 
bathed him.  I said well, how could you do that?  Well we gave him 
medication and we bathed him.  
 
This occurrence was very disappointing because she said she had been able to assist on 
numerous occasions with some of the staff.  
There were lots of other girls that did it that way.  They were fine with me 
coming in and we were able to follow that routine and it worked really 
well.  I knew my husband so well and it had worked before so why not let 
it happen naturally, you know.  I wasn’t trying to tell them how to do their 
job but I just wanted to ease things you know, and make it better for him. 
 
In this situation she believed that her husband’s dignity was not supported and that her 
expertise as his wife and caregiver, and her intimate knowledge of her husband’s needs, 
were not respected. 
Supports of the Spouses 
All of the spouses reflected on supports that they embraced and encountered along 
the dementia journey.  Unsurprisingly, family members were recounted as being among 
the greatest sources of ongoing support, particularly when spouses faced decisions 
regarding their partner’s end-of-life care.  Friends also were relied upon for support, 
although not as frequently, and not to the same degree that family members were relied 
upon.  
Family and friends were considered supportive by virtue of the closeness of the 
relationships and their presence in the lives of the spouses and the partners with 
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dementia.  Despite ready acknowledgement of the important role played by family 
members and the mental, emotional, spiritual, and practical support they provided, the 
spouses expressed reluctance to access the supports offered.  In the same way that 
spouses did not want to be a burden to doctors, they did not wish to burden family 
members, primarily adult children, with their support needs.   
Other supports were people in the periphery of the lives of the spouses and partners 
with dementia, who were considered supportive by virtue of their behaviour and 
unexpected assistance.  Neighbors, grocery store clerks, and restaurant staff were counted 
among these serendipitous supports. 
Family and friends. 
Spouses reported that their families were very supportive.  One spouse said, 
I had two families that lived here and they were very helpful; they would 
have me for meals and they would bring me food, especially one daughter-
in-law brought me food, she still does.  They came to visit my wife and 
our grandchildren did too. 
 
The practical support of providing meals was greatly appreciated especially as this spouse 
had to travel to visit his wife and did not have a great deal of energy at the end of the day 
to cook for himself. 
Another spouse recalled ways that her adult children provided support by assisting 
her with accessing alternative therapies when she felt like there was nothing “in the 
scientific medical world for her husband.”  A daughter helped her father access 
hydrotherapy and acupuncture and began to teach him Spanish as part of efforts to 
engage him and maintain his cognitive functioning.  Another spouse said that she tended 
to be a fairly positive person and she would get together with her friends or family and 
she had “lots of grandkids so just being with them was good medicine.”   
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However, when one of the spouses determined that her husband could not be left at 
home, even for short periods of time, she hesitated to ask family members to provide 
respite.  “I knew he couldn’t stay by himself and I didn’t wanna impose on our family.”  
That being said, she admitted that it was often easier to seek support from family 
because, “you tend to gravitate towards the family ’cause the family understands.” She 
arranged for respite rather than relying on family because she knew that she would not be 
able to relax if he were at home alone, even for a short period of time, and she did not 
want family members to feel obligated to spend time with dad or grandpa just so she 
could have a break to go to yoga or golf.  
With regard to friends she said, “initially, there’s a bit of social isolation that goes 
on”.  She said, “It was awkward to get into these (health related) conversations with 
friends or acquaintances.  But close friends never asked.  They just went with the flow.  
Nobody ever asked (about his care needs), so I never brought it up.”  She said,  
The really close friends that we had stayed with us throughout it but, you 
know, in other superficial settings people tend not to want to, they’d talk 
to me and they wouldn’t talk to --- (her husband) they would talk through 
me. 
 
She noticed there was stigma, 
To having something mentally wrong with you.  Men especially I think 
have more issues, with something wrong with you mentally than women 
do.  Women will overlook it and try to be helpful but men, it’s like you’re 
gonna catch it if they get too close to you.  It’s like a communicable 
disease. 
 
Another spouse shared a similar experience and said with good friends, who lived 
in a nearby city, “nothing changed there at all.  Some just came as often as they could, 
didn’t matter.  The good friends, they stuck in there.”  She reported that good couple 
friends of theirs drove out and stayed with her and visited her husband just prior to his 
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death.  However, “other friends maybe didn’t call as often.  One couple, the wife told me 
that her husband had gone up to see him (her husband) but just could not handle it and he 
just could not go back again.”  
Support was often sought from family members when spouses needed a sounding 
board about difficult end-of-life care decisions.  In the absence of advanced care 
directives, spouses relied on their intuitive knowledge of their partners and their 
understanding of what their partners would and would not want in terms of end-of-life 
care.  Spouses often looked to their adult children for reassurance with decisions about 
end-of-life care.  One spouse said that when her husband’s doctor wanted her to complete 
a facility end-of-life care plan she knew that she wanted to discuss it with her daughters.  
She did not expect the daughters to make the decision for her but she wanted the 
reassurance of knowing that her daughters supported her decision.  One of the difficult 
decisions she had to make was to not provide medication if her husband developed 
pneumonia.  She began second-guessing her decision and thought, “oh no, what have I 
done?” She said, 
Coming home and talking it over with my girls, that’s when we did it 
(discuss end-of-life care).  But we talked about it, both the girls and I, and 
most of his friends and family would know that he would not have wanted 
to be resuscitated. 
 
Her daughters reassured her that if she decided she was not ready, or if she felt that he 
was not ready, that she could reverse her decision. 
Another spouse did not have advance directives in place and relied on her intuitive 
knowledge of her husband and understanding of what he would and would not have 
wanted.  She said she and her son “sat together and talked about it and decided that he 
would not want any extra measures taken in his state.”  She was grateful for his support 
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while making the decisions because she felt the doctor had been very abrupt in asking her 
to complete the facility end-of-life care plan.  
Serendipitous supports. 
Serendipity is defined as, “the faculty or phenomenon of finding valuable or 
agreeable things not sought for” (Merriam-Webster, 2017).  Spouses recognized, and 
were grateful for, unexpected community supports.  These supporters came forward of 
their own accord and provided assistance without being asked or having to be told what 
to do.  One spouse recounted the story of a gentleman from their church who took it upon 
himself to come over and take her husband out on a regular basis.  She said,  
There was one fellow that used to come and pick him up and take him for 
coffee.  Just a neighbor, he was from the church too, and bless his heart, he 
did that, almost once a week.  He would take him and it ended up that I 
had to give him my husband’s money so that he could take care of it to pay 
for his things.  He (her husband) needed some ‘guy time’ To get away 
from me for a while.  It was wonderful.  So that was like a little respite 
when he would take him out to Tim Horton’s.  
 
Another spouse spoke of a kind neighbor who came by to keep her husband 
company during the auction sale of his farm implements just prior to him being placed in 
long-term care.  Without her having to ask, the neighbor came along and asked her 
husband if he would sit with him in the car because the neighbor required oxygen and 
needed to stay in the vehicle.  “So, they sat and watched the rest of the sale for a couple 
of hours that way so it worked out really good.”  Similarly, when she had her husband out 
of the care home with her running errands, she said, “the staff in (the restaurant) was so 
good in there.  The really embraced having us there.  It was just so nice.”  She said that 
she never had to tell the staff that her husband had dementia but they were always very 
respectful and solicitous toward him.   
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In another instance, she reported that she was getting groceries one day and could 
not keep her husband with her.  She said he would wander into the bakery.  One day one 
of the cashiers told her,  
Your husband just went out and he got into a car.  They were so watchful 
and I thanked her.  We went to the same grocery store every time and they 
got to know us there.  And they were so helpful.  Another time a neighbor 
fellow said your husband just went out and I said thank you so much and I 
just went and got him. 
 
This spouse was pleasantly surprised by the way in which little communities of support 
would spring up around them, completely unbidden, but always at the right time to meet 
an unanticipated need.   
People were just aware.  People that we hadn’t actually said, you know, he 
has Alzheimer’s, and maybe you don’t have to say anything.  People were 
aware and they would just help you that way and that meant so much.  Just 
that kind of helping with directions and stuff. 
 
Often times, spouses found that it was the small gestures that meant the most.  One 
spouse recalled how the custodian at the care home would always ask him how he was 
when he came in to see his wife.  He would inevitably reply, 
I’m old, tired, and grumpy.  And the custodian there, I got to know him 
pretty well and he named me ‘The OTG’ and we joked quite a lot with the 
staff and what not, and so I found that I managed to cope with it (his 
wife’s illness). 
 
Another spouse identified an unexpected source of support in one of the facility 
staff.  “The staff there and the maintenance gal, she would take him for a walk uptown to 
get the mail.  And they would take him outside for walks if they had extra staff on or if 
students were there.”  These small acts of kindness were significant to the spouses and 
temporarily eased the burdens they carried during that part of the dementia journey.   
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End-Of-Life Decisions and Outcomes 
It is difficult to define when the end-of-life phase of the dementia journey begins.  This 
somewhat amorphous phase is understood differently by different people.  For some, the end-
of-life phase began when their partner required 24-hour care and necessitated a move into 
long-term care.  For others, the end-of-life phase was heralded by a sentinel medical event 
such as a heart attack, stroke, or difficulties swallowing.  For the spouses in this study the 
end-of-life phase was seen as a continuation of the inexorable spiral of deterioration of the 
dementia process.  All of the spouses were informed by health care professionals prior to the 
deaths of their partners that their partners were near death.  All of the spouses were able to 
say goodbye to their partners.  Yet, all of the spouses expressed feeling unprepared for the 
actual deaths of their partners and for the profound sadness that they experienced when the 
end finally came. 
Advance directives. 
Among the spouses there also were different understandings of what constituted end-
of-life care plans.  An advance directive was varyingly understood as a living will, power of 
attorney, life insurance, and facility end-of-life care plan.  Some of the spouses reported that 
they had formal discussions with their partners about end-of-life issues, while others reported 
having had only informal discussions.  Regardless of whether discussions were held about 
end-of-life issues, all of the spouses expressed a belief that they intuitively understood what 
their partners would and would not have wanted in terms of end-of-life care. 
One spouse reported that she and her husband had never discussed end-of-life care 
issues or financial plans for the future.  After he died, she realized that he had been planning 
all along by taking out life insurance policies.  She said he had been, 
…horrified that our mother and my two brothers had such a struggle getting 
through all that we had to get through (when her father died by suicide in his 
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thirties) so he started saving money.  You know how he did it?  With life 
insurance policies…I had no idea that he had life insurance policies all over 
the place.  I’m set for life.  He knew I would get all that money so he just kept 
investing in life insurance policies.  And the money started coming in after he 
died.  I’m very thankful to him because he was still looking after us.   
 
This plan was not an advance directive but the spouse viewed this plan as her husband 
thinking ahead to a time to when he would not be around to take care of her and their family.  
Two spouses shared the experience of having knowledge of the partners’ end-of-life care 
wishes because their partners spoke of not wanting to suffer the way they had seen their 
parents suffer.  One spouse shared,  
We had in our directive not to extend life under certain circumstances.  I think 
we had that but other than that we hadn’t discussed it at any length.  I can tell 
you something about my wife’s attitude though.  After her mother’s funeral 
she said to me in quite a serious tone of voice she said ‘I don’t wanna live 
past 80.’  I think if she’d had her wishes she would’ve left with this earlier.  
Her quality of life, especially that last two to three years, was not good at all.  
She didn’t want that suffering for herself but still we hear so much about 
assisted suicide and what not.  I think if she’d had a choice she would’ve 
taken that. 
 
The second spouse, who shared that watching a parent’s suffering prompted her partner 
to talk about end-of-life issues, said,  
His mother died and he was very explicit about what he wanted and what he 
didn’t want so we wrote those health care (plans), like our, our own advanced 
(directive).  Well, we had our lawyer do it and he called it a ‘living will.’   
 
She stated, “What really helped me make decisions for him was that if he had an incurable 
disease he did not want us to have any medical interventions that prolonged his life.”  This 
spouse described the ‘living will’ as a, 
…God send because it wasn’t me making them (the decisions).  We had 
talked about stuff and his mom passing away was fresh in his mind and he 
knew what he wanted and what he didn’t want.  It meant that I didn’t have to 
make those difficult decisions just based on what I wanted.  This was 
something he had prepared legally and documented for his end of care.  And 
it was very specific. 
 
65 
SURVIVING SPOUSES’ EXPERIENCES  
 
 
With regard to end-of-life care for her husband she said, “I don’t think he would’ve 
been able to talk about that, but I just knew I didn’t want him to linger and have to battle.”  
Power of attorney was cited as evidence of end-of-life planning by one spouse.  Although this 
did not specify any health care related directions she said that having a power of attorney in 
place had been very important to her husband.  “Well, I had power of attorney.  That was 
something he was very insistent on when he was healthy.  He traveled a lot and you know, 
should something happen he wanted me to be able to take care of things.”   
Two spouses expressed regret that they did not have end-of-life discussions with their 
partners while they were able to contribute to the discussion and make their specific wishes 
known.  Unfortunately, both partners were incapacitated cognitively when the spouses were 
required to select a facility end-of-life care plan and the partners were unable to designate 
whether they wanted to receive CPR, medical care, or comfort care.  One spouse said that she 
and her husband had not talked about end-of-life because, “I think when he was with it 
enough to have those thoughts he wasn’t thinking that that would happen anytime soon.  By 
the time it was evident, then he wouldn’t be able to even communicate that.”  When the time 
came to think about end-of-life care, it was without consultation with her partner or lengthy 
deliberation.  When the time came to think about end-of-life care, it was not because her 
partner was facing impending death, but rather, because an end-of-life care plan was required 
by the facility.  This spouse was approached by a facility doctor, and she believed somewhat 
abruptly, handed a form.   
You’ll need to figure out, what’s the term they use, it’s like the DNR thing, 
the end-of-life form.  He just kind of shocked me.  I said do I have to do this 
right now?  I said we’ll have to think about it for a minute.  And so, my son 
said ‘just give her some time, you know?’  So, he and I sat together and 
talked about it.  Decided what he would not want in his state.  I mean, if there 
was a hope he’d have a better life then sure, go for it.  But in his state, that he 
would not want any extra measures taken so that was what we went with.”   
 
This spouse reported feeling that the need to complete this form came as a, 
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…shock when he [the doctor] met me that was and said now you need to do 
this I guess if maybe somebody’d mentioned to me, at some point this is 
something you should think about I think it would’ve been better.  I just 
found it kind of cold actually the way this person did it.  
 
The strength and duration of her relationship with her husband was the foundation to which 
she attributed her intuitive understanding of what her husband would have wanted with 
regard to end-of-life care.  She said, “just living with him for that long.  Yeah.  Just the 
relationship you develop.  Yeah.  I think just because you’ve spent 42 years plus your dating 
time together.  There’s a certain bond.  Just camaraderie you have for each other.” 
The experience of feeling pressured to complete a facility end-of-life care plan was 
echoed by another spouse, who described a situation in which her husband had been taken to 
the hospital and was diagnosed with pneumonia.  She said that as a couple they had informal 
discussions about planning for end-of-life, but “we didn’t do it as soon as we should’ve of 
course.”  The doctor, who was on that day at the hospital “didn’t have the best bedside 
manner.”  She said he, 
…was quite upset in fact that he was very aware that -----(her husband) had 
dementia and that he was treating him now for pneumonia, and should he be 
treating him for pneumonia?  I was a little bit like, yeah, I guess so.   
 
Up until this point it had never occurred to her that you might not treat pneumonia in a person 
with dementia.   
He told me that I should have this.  We should have filled this out or we 
should’ve thought of this.  We should know what we wanted to do.  That’s 
when we did it.  So, I know it was too late for him (to participate in the 
discussion).  But we talked about it, both the girls and I, and most of his 
friends and family would all know that -----would not want to be resuscitated 
in any case because he was the one that always had to put an animal out of its 
misery.  We all agreed on that.  He didn’t want to be resuscitated.   
 
Even after conferring with her daughters, and intuitively knowing that her husband would not 
have wanted to be resuscitated, she still second-guessed herself and her decision when she 
realized that her decision meant they were not going to treat the pneumonia.  “And I looked 
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at him and I thought, ‘Oh no.  What have I done?’  That means that we’re not going to give 
him medication for the pneumonia.  This means, let it go.”  She again consulted with her 
daughter and was offered reassurance about her decision.  The daughter said,  
Yes, Mom.  We decided that.  It’s ok.  But it’s still hard.  Because you can 
reverse that.  That is so good to know isn’t it?  You can decide that you’re not 
ready for that, or if you felt that he wasn’t ready.  So, you know, you 
wouldn’t want to prolong that.  We could’ve pulled him through that 
pneumonia and he could’ve lasted another few years or however long, but 
what would the quality have been?  It’s not what he would’ve wanted.   
 
Making difficult decisions about end-of-life care does not necessarily mean that the 
spouses knew and understood what advance directives meant for their partners.  Even though 
a spouse elected to withhold treatment when her husband developed pneumonia, she was 
surprised when she did not realize how near the end of his life he was.  One of the nurses 
came to her in the morning and told her that her husband was now on ‘care and comfort’ as 
she had selected that option on the facility end-of-life care plan.  When the nurse said that to 
her she thought,  
I did not know what that was.  But I should have said, ‘What is that?  What 
does that mean?’ And I didn’t ask which was really stupid on my part.  I 
guess it didn’t occur to me right at the time…so after I got home I thought, 
well, what did that mean?  Because I should’ve been more prepared for his 
death. 
 
This spouse felt a terrible burden of guilt for not asking the nurse to clarify what ‘care and 
comfort’ meant, and for not going into the facility earlier in the day that he died, because of 
the severe cold temperatures.  She said that when she realized what the nurse meant and she 
found out that he wasn’t eating,  
…that he didn’t have his breakfast, that it was just he wasn’t swallowing.  I 
should’ve, I should’ve just gone in regardless.  I would have wanted to sit 
with him you know.  But I didn’t go in and that’s what I feel really bad about.  
 
A nurse called her and let her know that her husband’s condition had deteriorated and 
that she should come in. “So, I was there for about an hour before, you know, before…I 
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really would’ve liked to have been there.  I should’ve been there”.  She said that she really 
did not come to understand what care and comfort meant until after the fact and she berated 
herself for not knowing.   
That’s a common phrase I guess that I should have known.  I should’ve 
known.  I guess people that work in the medical field, that’s phrase that you 
just take for granted.  Everybody knows but you know, the ordinary person 
off the street doesn’t always put two and two together that way.  You don’t 
necessarily know that because and of course I have said to my daughter how 
stupid I felt that I didn’t even know that.  And she said, ‘well but mom, how 
could you know?’  But whether she was saying it to make me feel better or 
what but you know, that’s one thing I was really sorry about that.   
 
This spouse’s valuable recommendation to health care professionals is that they never 
assume that a spouse understands the medical language they use with regard to their partner’s 
care and they should check with the spouses to ensure understanding.  “It wouldn’t hurt to 
say, ‘do you know what that means?’ I think that would be a good thing.” 
For the one spouse whose partner had an actual advance health care directive, which 
she referred to as a living will, the presence of the advance directive was beneficial to her, 
because it gave her a ‘map’ with which to navigate the final phase of the dementia journey.  
It also was beneficial for her partner to ensure that his wish for a respectful death, and not 
prolonged life in the presence of an incurable disease, was supported and enacted.  One 
couple had a legal document to refer to with regard to the spouse’s wishes and its presence 
made it easier for the adult children to support their mother as she advocated on behalf of 
their father’s wishes.  In addition to not wanting life-prolonging treatment if he had an 
incurable disease, he made it known in his directive that he did not want his food pureed and 
told his wife, “don’t ever feed me baby food.”  His spouse also said that he had told her he 
“didn’t wanna be fed.”  She acknowledged that “we all fed him a little because there’s just 
something within us all that you know, if you’re eating you’re ok then.”  This spouse shared 
a poignant story about how she advocated on behalf of her spouse to ensure his wishes for a 
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dignified death were observed.  She talked about how, the time came that her husband could 
not eat solids, and the nursing staff were giving him ‘Boost’, a nutritional supplement.  She 
said that she knew he did not want to be given pureed food so the thought was,  
Then we can do Boost and he liked ice cream so, Boost and ice cream.  So 
anyway, I had quite a talk with the head nurse and we talked about how ‘they 
had a resident there that lived for two years on Boost and ice cream.’  And I 
said, ‘Well, we would be prolonging his life, then wouldn’t we?’ and that’s 
what he didn’t want in his living will so I said, ‘No more Boost.  Because 
that’s not what he’d want.  It took probably a good month or six weeks before 
he finally, you know, passed after we stopped all of that stuff.   
 
She reported that having the living will in place was a ‘godsend’ for her because,  
It wasn’t me making them [the decisions] …it meant that I didn’t have to 
make those difficult decisions just based on what I wanted.  This had been 
something that he had prepared and legally documented for his end of care.  
And it was very specific.  Like that was the one item that really stuck out for 
me at the end, that he didn’t want any medical interventions to prolong his 
life. 
 
With regard to their adult children she said,  
And I mean even for the kids, it was something they could latch onto too 
because they weren’t in it like I was.  I was there every day.  They were living 
their lives.  Our son understood that his dad had the living will and that that’s 
what we were using a guide for his care and what we were gonna do.  That 
also gave me support that it wasn’t me making a decision…so the kids were 
all on for it. 
 
She reported that she also was able to refer her husband’s brothers to the living will and told 
them,  
We’re just following what he wanted.  So, you know, it provided peace of 
mind for people.  Not just for myself making the decisions, but for his 
extended family and for the kids.  I don’t know what it would have been 
emotionally on me making the decisions because I would.  I would’ve known 
because we had a good relationship. 
 
An unexpected way in which this spouse found it helpful to have the advance directive in 
place is that she was able to use it to defend her actions on her husband’s behalf when a nurse 
asked her a question she perceived as judgmental.   
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You know I actually had one nurse say to me, so you don’t want him to have 
any Boost?  I said no, I’m just acting as his advocate for his living will.  So, 
it’s not me that doesn’t want him to have Boost, it says right there that we 
won’t do things like that to prolong his life. 
 
Having actual documentation was important when staff wanted her to sign a facility 
end-of-life care plan.  She said that the facility plan was so “blanket and so vague and I said 
I’m just not signing it.”  She told the staff that her husband had a living will and that it would 
be the plan that would be followed.  She provided copies to staff and directed them to “place 
it in his chart and make sure the doctor is aware of it.  And if he wants to talk to me about it, 
we can talk.”   
The final phase - death. 
Comfort, pain management, and a peaceful death for their partners were priorities for 
all the spouses.  Despite this heartfelt goal, not all of the spouses were satisfied with the 
conditions in which their partners died.  Some spouses did not seem to be fully aware of the 
causes of their partners’ deaths.  The day after her husband died, a spouse reported speaking 
to the doctor and asking, 
What did he die from because he went so quickly?  She said it was a bladder 
infection and I thought, give me strength because they catheterize all the men 
over there.  And they’re constantly getting bladder infections and they’re 
constantly doing stuff to clear up the bladder infections so it should have been 
cleared up.  I can’t believe that’s what he died from.  They should’ve cleared 
that up.  I was assuming that he would probably die from something in the 
brain. 
 
This confusion as to the actual cause of death also speaks to a lack of disease education 
imparted by health care professionals to spouses as well as possible communication deficits 
between staff and spouses.   
One spouse reported that her husband’ death was unexpected and was preceded by a 
fall.  She said,  
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He had a fall on the Thursday before he died.  I went up to see him and he 
wasn’t very responsive.  Well, I don’t think he even opened his eyes so he 
probably didn’t even know I was there but I stayed for a while and the next 
day I was leaving to go to Regina (to see a new grandchild) and they assured 
me he was well enough for me to go.   
 
She said she had only been away for a day when she received a phone call telling her that she 
should return.  A friend drove her back from Saskatchewan on a Sunday evening and he died 
on Tuesday at noon.   
So, from Sunday evening to Tuesday noon I really didn’t know what to 
expect.  Everybody came home…So we were all just together and when it got 
close to the end then each family group went in for their own private time.  
 
One of the reasons she experienced confusion was because she had spoken with her 
husband’s doctor the day he had his fall.  The doctor told her, “he wasn’t responding but that 
was okay.  But he really wasn’t.  Maybe they just encouraged me to go (to Regina to see their 
new grandchild) because that was a good thing to do.”   
The spouses’ experiences varied with regard to feeling as if they were prepared for the 
end-of-life phase of their partners’ dementia.  One spouse reported that when his wife, 
…finally passed away, I knew it was coming for a long time.  So, it wasn’t 
like a sudden shock.  The last month she stopped eating.  They couldn’t get, I 
couldn’t get food into her and then she just gradually starved to death.  She 
was bedridden for that last two or three weeks I guess and so we knew the 
end was coming.  It was inevitable.  Actually, when she passed away we were 
at, my son from Edmonton and I were at ------- (the funeral chapel).  We were 
just making some arrangements ’cause we knew it was inevitable within days.  
And we got a phone call and we rushed to the home and she had just gone.  
 
Although he was not present at the moment of his wife’s death, he was satisfied with the 
overall death experience because several family members were with her when she died and 
he was relieved that she was no longer suffering.   
For one spouse, preparation for the death of her partner was the result of having him in 
long-term care for eleven months prior to his death.  She reported,  
I think with ---- being gone for 11 months before he passed away, that was an 
introduction to being by myself.  So that part was already behind me when he 
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passed away so I didn’t have all of sudden nobody here.  I’m sure sometimes 
before, you know, I’m sure I felt sorry for myself because of doing things 
alone, when you know it would be nice to have it normal again.  If I was at 
the point where I felt that, you know, it was too much to be here by myself for 
even an hour, I could go visit one of the kids. 
 
She said she did not know what to expect in the end-of-life phase but she had a good friend 
with her, who was a nurse, who “gave us an hour to hour thing of what to look for.” After his 
death she said that she experienced some relief, 
Because there were no more surprises.  Just knowing that he’d be in a happier 
place that, you know, I certainly knew he wasn’t happy with the way things 
were.  I guess because it happened gradually there wasn’t a big 
overwhelming, of my gosh, he’s gone. 
 
Spouses also varied in their thoughts of whether it would have been helpful to know 
what was coming with regard to the end-of-life phase.  One spouse maintained, 
It just would’ve been such a weight off of me to know that they knew what it 
was that what was gonna happen.  You know, instead of having to go through 
all that to figure it all out.  Because lay people can’t figure that out. 
 
Conversely, another spouse stated that she had no idea of what to expect at the end-of-
life and was relieved to not have known.  When asked if she had any idea what to expect she 
said,  
None.  And that was good ’cause it was awful.  I don’t know what I would’ve 
done.  I knew it was gonna be quick, like the doctor said the end-stages are 
very quick.  I wasn’t the run-of-the-mill dementia in that regard ’cause it was 
fast.   
 
One of the things that helped her prepare herself as best she could was being with her 
husband every day.  She said,  
I was able to see the progression everyday…I was always talking to the 
nursing staff about what we could do for his meds, PRN’s that he could have 
if he was agitated or whatever.  I just wanted him to have peace and calmness. 
 
Comfort at the end-of-life was the primary goal of the spouses for their partners.  One 
spouse believed that the medical system continues to support a culture of “training people to 
make sure that people last as long as you possibly make them last.  Like it was to prolong life 
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or it was to have life I guess.”  She believed that her goals of ‘peace and calmness’ for her 
husband in his end-of-life phase were contrary to the medical goal of making sure people last 
and that this was evident to her in the delay in the initiation of palliative care orders.   
They didn’t get it.  They didn’t get that he should’ve been on palliative care 
orders like, probably back in January.  And I talked to them about palliative 
care and it was like I was from a different planet talking to them about 
palliative care because I knew that I was trying to get them to initiate the 
palliative care protocols that they had in place.  They have all of the extra 
medications that they can give for pain.  He got in some terrible pain before 
he died and that should’ve never happened.   
 
This spouse was a retired nurse and she used her nursing knowledge to advocate for 
better pain management for her husband.  “They didn’t get it.  I had to tell them, you need to 
put a port in.  I shouldn’t have had to tell them that.  I finally said no more oral meds, you 
have to do a port.”  After she successfully advocated for the port, she then had to advocate for 
increased pain medication.  “He should’ve had way more morphine.  He was in pain.  I felt 
he couldn’t verbalize that and he couldn’t wince, he couldn’t do anything.”  She reported that 
her sister, who is also a nurse, came to visit, and they both noticed his body twitching.  “He 
would jump and shake and that just got worse and worse.  So, we went and told them and 
they went and maxed the morphine.  But I shouldn’t I didn’t feel like I should’ve had to tell 
them.”  She reported that a medication transcription error was found and that he had been 
receiving a minute dose of morphine.  She said “his pain hadn’t been addressed enough at 
all.”  She believed that after the proper dosage was administered, “he was finally comfortable 
by 2:30 in the morning…he was comfortable when he died and for probably eight hours 
before he died.”  Having to watch her husband suffer as he neared the end of his life 
reinforced this spouses’ belief that palliative care needs to be a priority in personal care 
homes.   
The part I felt was should’ve been like, palliative care is in personal care 
homes.  In his particular case as it should’ve been like they should’ve been 
thinking about, but then I think they were in denial too, that he was gonna 
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pass.  Palliative care in the personal care home I think is, really important that 
they address that part of the dying process. 
 
Five surviving spouses shared their experiences of the end-of-life phase of their 
dementia journey with their marital partners.  Nine key themes were identified from the data 
collected.  These themes included: insufficient education about dementia for spouses, 
insufficient knowledge of the health care providers about dementia, relationships of spouses 
with their partners, relationships with health care providers, dignity of the partner, supports of 
the spouses, and end-of-life decisions and outcomes.  In the next chapter, implications for 
nursing practice, nursing education, research and policy will be discussed.  
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Chapter 5 Discussion 
In the same way that open discourse about societal issues can spur debate, and create 
movement toward initiation and implementation of improvements to public policy, research 
can be used to spark reflection, prompt further research, and lead to changes in practice and 
policy.  The examination of surviving spouses’ experiences of the end-of-life phase of the 
dementia journey revealed layers of complexity as spouses navigated the intensely personal 
experiences of loss of a partner while simultaneously navigating the unfamiliar territory of 
health care systems.   
The value of this research is the unique glimpse afforded into the final phase of the 
dementia journey as experienced by the surviving spouses.  Their experience and valuable 
insights have implications for education, practice, policy, and research.  Reflection on these 
implications, and informal theories generated therein, can be a valuable first step in the 
integration of theory and practice, or praxis (Rolfe, 2006).  A goal of this research was to use 
the knowledge shared by the spouses to develop a new path toward improved care for 
partners with dementia and improved end-of-life experiences for couples journeying together.  
This goal will be reached through development of knowledge enhanced clinical practice 
supported by knowledge informed policy.  The discussion will include the following topics: 
insufficient education about dementia for spouses, health care providers’ lack of knowledge 
about dementia, relationships of the spouses with their partners, end-of-life decisions and 
outcomes, advance directives, and unit culture.  The strengths and limitations of the study are 
addressed as well as recommendations for future research. 
Insufficient Education about Dementia for Spouses 
In this section, issues articulated by the spouses about the importance of adequate 
dementia education will be discussed.  Anticipatory guidance and the role of the nurse in the 
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provision of anticipatory guidance will also be discussed.  Education limitations and deficits 
emerged as an important concern of the participants in this study as education related to their 
understanding of the progression and trajectory of dementia, as well as signs and symptoms, 
and expectations related to the end-of-life.  Spouses often felt that critical information and 
education about dementia, which should have been shared with them by doctors and nurses, 
was not provided.  This belief is supported by the work of McCarthy, Addington-Hall, and 
Altmann (1997), who found that the families of people with dementia did not receive the 
same quality of information that the families of other patient groups received.  Gessert, 
Forbes, and Bern-Klug (2000) found that having limited communication with health care 
professionals and having a lack of understanding about the progression of dementia left many 
caregivers feeling burdened by stress and loss.  Gessert et al., (2000) added that health care 
professionals could best assist families by providing anticipatory guidance about the expected 
progression of dementia and common sequelae such as weight loss, swallowing difficulties, 
and the development of pneumonia.  
Anticipatory guidance, or patient counseling, refers to the process in which the nurse, 
in discussion with the spouse and/or family, offered information and provides education 
about expected developmental or disease related progressions at every stage of the disease. 
(Rose & Lopez, 2012;, Thobaben, 1999).  The purpose of offering anticipatory guidance is to 
help prepare the spouse and/or family for potentially stressful changes and deterioration in 
condition.  Two of the goals of the provision of anticipatory guidance have been to help 
spouses and family members cope effectively with potential problems before they arise, and 
to decrease their anxiety about potential problems.  The provision of anticipatory guidance 
may contribute to a heightened sense of trust between spouses and health care providers and 
also may serve to ameliorate spouses’ anxiety with regard to their partners’ failing health.  
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The spouses expressed having wanted this type of guidance as they journeyed with their 
partners through to the final phase of their partners’ dementia. 
The spouses also believed that doctors and nurses failed to assess and address their 
education needs as spouses.  Doctors and nurses must assess spouses’ education needs and 
discuss preferences of spouses regarding the type and amount of information they wish to 
receive.  Health care professionals must not assume that they know the type and degree of 
detail that each individual spouse needs and wants.  Also, spouses’ needs for information and 
education may change as their partners’ conditions change and deteriorate.  Conversations 
are required to assess the knowledge of spouses and their preferences for information on an 
ongoing basis throughout the dementia journey.  
Hennings et al. (2010) found that carers often described being in unfamiliar territory, 
lacking in knowledge, and having limited communication with professional staff.  Carers 
identified the need for early and ongoing communication with professional staff about their 
values and beliefs and need for education about the trajectory and progression of dementia.  
Hennings et al. (2010) said that professional staff must recognize the needs of carers and 
provide ‘companioning’ on the journey through dementia that many carers expressed 
wanting.   
In addition to discussing information with spouses, nurses can provide anticipatory 
guidance and support spouses’ dementia education needs by directing spouses and family 
members to the local chapter of the Alzheimer Society and the national website for 
information about disease progression, care of persons with dementia, support groups for 
families and individuals, and community education sessions.  Nurses also can direct spouses 
to other national and international dementia and Alzheimer organizations for information, 
education, and links to community and on-line supports.  Just as the spouses believed they 
did not have the education about dementia that they needed, they also believed that the health 
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care professionals responsible for the care of their partners had knowledge deficits with 
regard to specific types of dementia.  These perceived knowledge deficits affected the 
relationships of spouses with staff and their perception of the quality of care their partners 
received. 
Health Care Providers’ Lack of Knowledge about Dementia 
Knowledge deficits on the part of health care providers as perceived by the spouses 
had a significant impact on the spouses’ experience in the final phase of the dementia 
journey.  Individual nurses’ responsibility to obtain and maintain dementia specific education 
will be discussed, as will the role of management and leadership in relation to staff education.  
This will be followed by a discussion of advance directives and end-of-life preferences. 
In order for nurses to be able to provide anticipatory guidance and dementia 
education to spouses and families, nurses must seek to understand the type of information 
that spouses and families desire, and ensure that they are sufficiently educated themselves so 
they have the knowledge to share when it is needed.  Training for nurses concerning issues of 
death and dying, as well as terminal care for residents with dementia and pain control are 
most needed in nursing homes for residents with dementia (Chang et al., 2005).  Individual 
nurses must accept and act upon their professional obligations to ensure their education is 
detailed and current, they have knowledge of specific types of dementias as the need arises, 
and they are aware of best practices in dementia care.   
Individual nurses must assume leadership by identifying their own education needs as 
well as the education needs of other unit staff.  Individual nurses must participate in 
providing general dementia education as well as education about the signs, symptoms, 
progression, and trajectory of specific types of dementia, as needed.  Nurses must seek to 
educate themselves and seek out research specific to dementia and share their research with 
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their colleagues.  Knowledge sharing is particularly important prior to the admission of an 
individual with a specific or rare form of dementia so that all staff are prepared to work 
effectively with the partner with dementia and are capable of providing anticipatory guidance 
to spouses and families. 
The efforts of individual nurses to obtain and maintain current and specific dementia 
education must be supported and facilitated by management in long-term care facilities and 
related community health care programs.  This support must be both financial and 
organizational.  Managers must facilitate access to educational sessions for staff.  
Organizational support may take the form of in-facility training, continuing education 
programs, and dementia education programs such as the PIECES program which is an 
integrated, holistic approach that incorporates assessment elements of the physical, 
intellectual, emotional health, supportive strategies to maximize capabilities, the 
individual’s social and physical environment, and his/her social self (cultural, spiritual, 
life story) (Hamilton, Harris, Le Clair, & Collins, 2008).  It is incumbent upon managers to 
ensure that nurses, who care for people with dementia in long-term care facilities, have the 
education and knowledge to provide the best care possible for this vulnerable population.   
Registered Psychiatric Nurses (RPN’s) are uniquely prepared to work effectively with 
and to provide superior care to people with dementia, their spouses, and families as their 
education is focused on mental health and illness, which includes knowledge of dementia, 
delirium, and depression, as well as psychotropic medications and the side effects of these 
medications. With their extensive knowledge base with regard to mental health issues, RPNs 
are recognized for this knowledge and expertise.  Therefore, they are being hired more often 
to work with those persons living with dementia in the community and in long-term care 
facilities.  
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Spouses also identified the need for education about advance directives (AD) and 
advance care plans (ACP).  Spouses look to nurses for guidance in this area and as nurses are 
held in a position of trust, nurses are uniquely able to assist spouses and families and to 
advocate for the partner with dementia in this regard.  Nurses must have the courage and 
communication skills to address this sensitive subject of advance planning with spouses and 
families.  Nurses must approach discussions with spouses and families, as more complex than 
the completion of facility documentation.  Nurses must promote discussions of end-of-life 
wishes, including the personal and familial values that underpin the end-of-life care goals 
being considered.  In order for nurses to successfully navigate sensitive end-of-life planning 
discussions, and support spouses and families through the end-of-life phase of dementia, 
nurses must receive the appropriate educational preparation. 
The spouses in this study expressed a need for information and education at every 
stage of the dementia journey from diagnosis through to death.  Information must be offered 
early and often at each stage of the dementia trajectory.  Nurses in community programs and 
long-term care facilities can work together in this regard to ensure dementia education is 
offered in a seamless fashion at every step of the process through medical clinics, seniors 
mental health services, home care programs, and admission to long-term care.  Following 
admission to long-term care facilities, nurses can proactively coordinate with members of the 
interdisciplinary team to ensure that team members are aware of and take action to meet the 
education needs of the spouses and families.  In addition to working proactively to meet 
spouses’ and staff educational needs nurses also can work collaboratively to acknowledge 
and support spouses’ relational needs with their partners. 
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Relationships of the Spouses with their Partners 
In this study, all the spouses expressed a strong belief in the quality and the overall 
primacy of the marital relationship.  Exploration of this theme is further detailed in the 
following discussion of the relationships of the spouses with their partners, spousal 
participation in care, the necessity for change in nursing philosophy and practice to see the 
couple as the unit of care, and in spouses’ intuitive knowledge of the end-of-life wishes of 
their partners.   
All the spouses recalled particularly close relationships with their partners, expressed 
fond memories of their lives with their partners, and spoke of the camaraderie present 
throughout their marriages.  The length and quality of the marital relationships had profound 
impacts on the spouses’ experiences of the dementia journeys in terms of the ways that they 
journeyed with their partners, supported them, and cared for them.   
Hellstrom et al. (2007) identified ways in which spouses experienced caring in the 
context of dementia positively rather than conceiving of providing care as simply a 
burdensome experience.  They found that in terms of spousal relationships, reciprocity, 
interdependence, and ‘couplehood’ were more important than personal autonomy.  Respect 
for their partners as part of a couple unit was evident throughout this study and throughout 
their dementia journeys.   
This cohort of spouses firmly believed that caring for their partners was their 
responsibility even after their partners were admitted to long-term care facilities.  Spouses 
demonstrated their commitments to caring for their partners by visiting daily, finding new 
ways to connect amid disease progression, and taking responsibility to assist with daily 
practical care tasks such as feeding.   
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Spouses’ willingness to assist with the care of their partners in long-term care was a 
testament to their dedication to their partners.  However, spouses expressed a concern if they 
did not provide for certain aspects of their partners’ care, that care may not be provided.  
Spouses were aware of the many demands placed on staff and the limitations of staff 
availability to spend sufficient time with each individual patient to fully meet patient care 
needs.  This issue was particularly apparent with regard to assistance with mealtime feeding.  
As one spouse said,  
It took about an hour to get a decent meal into her.  They (staff) were helping 
some of the others that had dementia and ten minutes was about all they 
would spend.  I’m pretty sure that if I hadn’t been there every other day, my 
wife wouldn’t have got much nourishment a lot of the time.   
 
While spouses to want to assist with aspects of their partners’ care, and such 
assistance is undoubtedly helpful for facility staff, their assistance must not be taken for 
granted, nor expected.  Spouses must be allowed to participate in their partners’ care, but not 
feel as if they are responsible for the care (Nolan et al., 2004).  Spouses’ participation in care 
must be supported by nurses and managers of long-term care facilities, but must not be used 
to compensate for insufficient staffing levels.  Further, while this cohort of spouses strongly 
held to the belief that they were responsible for their partners’ care, future generations of 
couples may not share this belief and insist that these care duties are performed by PCH staff.   
A shift in nursing philosophy and practice toward viewing the couple as the unit of 
care is needed as couple-focused assessments would allow for incorporation of the spouses’ 
knowledge of their partners’ needs, abilities, and challenges (Hyden, 2013).  When the 
couple is recognized as the unit of care, knowledge of their story, of their unique experience, 
may be used for planning interventions with the couple (Daniels, Lamson, & Hodgson, 
2007).  Nurses may gain valuable insight from spouses by engaging them is discussions of 
the histories of their marriages and assessing for strengths.  Respect for, and inclusion of, 
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spouses’ knowledge and expertise into facility care plans may promote movement toward 
increased relationship-centered, rather than routine-focused care.  In their study More than 
Custodial Care:  Creating Dignified Environments in Personal Care Homes, Thompson, 
Black, Shindrik, and Doupe, (2016) described ways of valuing people, and providing 
opportunities for residents, family caregivers, and staff to contribute to the community within 
long-term care facilities, and contribute to the development of relationship-centered 
environments.  In these environments, families described inclusion in the community as 
important to trust-building and said they “appreciated being asked to provide information on 
the resident which would assist in directing care” (Thompson et al., 2016, p.29). 
The length and quality of the marital relationships reported by the spouses in this 
study generated their knowledge of their partners’ wishes for end-of-life care, even in the 
absence of formal discussions and legal documentation.  Informal discussions over time may 
have contributed to spouses’ intuitive knowledge of their partners’ wishes.  However, the 
spouses’ understanding went beyond knowledge of wishes for or against specific end-of-life 
treatments or interventions, to a deep understanding of the values held by their partners that 
underpinned the wishes of their partners.  This intuitive understanding was often expressed in 
the sentiment and statement, “he/she would not want that” and was attributed to spouses 
knowing their partners so well and for so long.  Parks et al., (2011) found that spouses 
demonstrated the greatest level of proxy accuracy in predicting their partners’ wishes for end-
of-life care.  Adult children were found to demonstrate no greater accuracy than others, even 
non-family proxies.  Given spouses intimate knowledge of their partners’ wishes, nurses 
should consult with them throughout the end-of-life phase of dementia to ensure adherence to 
advance directives and end-of-life care plans, as well as uphold and support end-of-life 
decisions made by the spouses. 
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End-of-Life Decisions and Outcomes 
In this section, end-of-life decisions and outcomes will be discussed in relation to 
efficacy of nurses’ communication approaches and the language they use related to death.  
Advance directives and barriers to the implementation of advance directives will also be 
discussed, particularly as they intersect with ethical concerns associated with medical 
assistance in dying (MAID) legislation. 
The final phase of the dementia journey is potentially fraught with heart wrenching 
decisions for spouses and families, who often are required to make end-of-life care decisions 
for their partners’ and family members in the absence of education and information, and 
while experiencing stress and grief.  End-of-life care decisions are morally and ethically 
complex.  Spouses and family members need nurses to simultaneously guide and accompany 
them through the final phase of dementia until the death of the partner.  Anticipatory 
guidance in the form of education for spouses and families is within the scope of nursing 
practice and was identified by the participants of this study as necessary nursing care for 
spouses, partners, and family members.   
Nurses must assess the education needs of spouses and family members and must be 
skilled, sensitive communicators in order to convey information about the trajectory of the 
final phase of dementia in such a way that spouses and family members can receive the 
information and attend to it.  Evidence supports the importance of having regular contact, a 
shared vision, and an understanding of values around care interventions (Engel, Kiely, & 
Mitchell, 2006).  Relationships featuring effective communication and rapport with staff 
contribute to caregiver satisfaction (Ryan et al., 2009).  Nurses can enhance effective 
communication of sensitive information by being fully present in discussions with families, 
allowing time for, and answering questions as they arise, clarifying misunderstandings, and 
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being honest and straightforward in their communication.  People are conditioned to talk 
about death in hushed tones, using gentle, euphemistic language.  Talking about death with a 
level of comfort is not a skill that many nurses anticipate needing to develop yet is a 
necessary skill that benefits patients and families.  A barrier to open conversations about 
death between nurses and spouses is the variation in what is meant by end-of-life in a nursing 
home context (Froggatt, 2001).  If the end-of-life phase is not identified, the person with 
dementia may be exposed to aggressive treatments.  People with dementia often receive ‘too 
little’ treatment over the course of their illness and ‘too much’ treatment and intervention at 
end-of-life (Ryan et al., 2009).  Providing accurate information about prognosis and the 
timing of death are appropriate nursing practices that enable spouses and families to prepare 
themselves for the deaths of their loved ones (Bosek, Lowry, Lindeman, Burck, & Gwyther, 
2003).   
In this study spouses identified a need for education about the progression and 
trajectory of dementia, including information about the end-of-life phase.  A poignant 
example was provided by a participant of the confusion that resulted from the use of 
imprecise language around the impending death of her partner when a nurse informed the 
spouse that her husband was on “care and comfort.”  Instead of having a frank and open 
conversation about the impending death of her husband, the nurse used a commonly used 
nursing term which was unfamiliar to the spouse. 
This type of ‘sanitized’ language concerning death conjures up inaccurate, pastoral 
images.  Use of euphemistic language belies what may be a painful, and unpleasant 
experience, and does not adequately prepare spouses and family members for the actual death 
experience.   
Spouses and families prefer health care providers to use clear, concise, specific 
language when talking about death (McDonald, et al., 2003).  Nurses need to talk openly and 
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forthrightly about death to families.  Gessert et al. (2000) drew attention to the need for 
reframing the discussion of death from one of passivity and helplessness around an acute, 
undesired event, to one of proactive advocacy for a timely and expected event, which spouses 
and families can accept more readily.   
Advance Directives 
The spouses reported differing understandings of advance directives.  Advance 
directives (AD), advance care plans (ACP), and living wills are legal documents, and are 
similar in intent; with the goal of making clear one’s wishes for end-of-life care, treatment, 
and intervention.  One spouse in this study had a living will that her partner had prepared by 
a lawyer prior to the partner developing dementia.  This spouse was able to use the living will 
document as a guide for treatment decisions on behalf of her husband.  This document did 
not make his death easier for her to bear, and she said she was glad she did not know what to 
expect in the final phase of his dementia but having the document in place facilitated her 
ability to advocate for her partner and ensure that his wishes were followed.   
In the absence of these documents spouses had to rely on intuitive knowledge of their 
partners’ wishes, consultation with family members, and facility end-of-life care plans, which 
were vague and often involved ‘either/or’ choices that did not always fit the situation.  The 
primary choice in facility end-of-life care plans, generally, is between ‘medical care’ and 
‘comfort care.’  Spouses often are required to make this decision under pressure and struggle 
with selecting ‘comfort care’ for their partner when they understand that this choice is 
ultimately a choice between prolonging life and possibly hastening death.  Lopez (2009) 
found that for some family caregivers, choosing comfort measures felt like ‘giving up’ or 
‘letting go.’  When compared to choosing to prolong life, comfort care often was viewed as 
an inferior treatment option.  
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Nurses can provide families with the information that they need to help them come to 
terms with their decisions and understand that selecting comfort measures for their loved one 
is a valid treatment option and intensive individualized comfort care can be instituted (Rose 
& Lopez, 2012) in order to prioritize comfort, dignity, and maintenance of personhood for the 
person with dementia and the family (Rose & Lopez, 2012).  
Advance directives have been recommended by the Alzheimer Society of Canada 
(2016) for the purpose of ensuring that the person with dementia receives end-of-life care that 
is in keeping with his or her wishes.  However, having advance directive documents does not 
mean that the document automatically will be instituted.  Barriers to implementation of 
advance directives are the personal biases of nurses.  One spouse found that she had to 
advocate for her partner’s wishes in his advance directive (she referred to the directive as a 
“living will”) despite having a legal document in her possession.  She said that she felt 
judged by nursing staff, who did not support her decision to discontinue a nutritional 
supplement and called this decision into question.  This spouse believed that she had to 
defend her husband’s decision and did not believe she should have to do so.  The attitudes of 
nursing staff may be influenced by prevailing unit cultures in which decisions to prolong life 
are supported and decisions in favor of comfort care are viewed negatively.   
Ethical concerns with regard to enforcing the wishes of an individual, who was 
competent to make her/his wishes known and now has dementia, are a significant barrier to 
the implementation of advance directives.  One spouse raised the issue of “assisted suicide,” 
and said that if this option had been available to his wife, she would have taken it.  He was 
referring to the program known as Medical Assistance in Dying (MAID).  MAID legislation, 
Bill C-14, received royal assent in Canada on June 17, 2016 (Government of Canada, 2016).  
Proponents of having this option available to people with dementia cite the importance of 
observing the wishes the person made known prior to the onset of dementia.  A supporting 
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argument is that the person who made his/her will known in an advance directive is the same 
person despite having developed dementia.  In the MAID legislation a person is required to 
be able to give informed consent to receive medical assistance in dying (government of 
Canada, 2016).  It follows that the person must also be able to revoke consent given in 
previous documents such as in an advance directive.  This ability to revoke consent is not 
possible for persons with advanced dementia and precludes them from being able to utilize 
this option.  Ethicists debate whether the former self, the person prior to dementia, can and 
should be allowed to make life and death decisions for the current self, the person now 
affected by dementia, (Post, 1995).  
The concept of precedent autonomy often is brought to bear in ethical discussions 
related to mental incapacity.  Davis (2002) stated: 
Precedent autonomy comprises acts of self-determination under conditions 
where the agent’s earlier preference is a ‘former preference’ during at least 
part of the time for which it was intended to be satisfied.  A preference is 
‘former’ if the agent would not now reaffirm that preference for the same 
reasons it was earlier based upon, where the reaffirmation occurs under 
hypothetical circumstances just like the agent’s actual circumstances except 
for having full mental capacity.  
 
Davis (2002) added that important factors in whether or not an individual’s 
preferences in an advance directive should be respected are the reasons that supported the 
expressed preference of the individual and whether those reasons still hold and represent the 
highest-order preference that the individual has ever held on the issue.  Davis (2002) 
defended the concept of precedent autonomy and said, “the key practical question in 
ascertaining the moral authority of an advance directive is whether the agent anticipated and 
understood the preferences she would later have in dementia” (Davis, 2002, p. 132).   
The Medical Assistance in Dying Position statement of the Alzheimer Society of 
Canada (2016) stated that people with dementia should express their end-of-life care wishes 
to their spouse/family member(s) when they were capable of doing so.  They suggested 
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formulating an advance care plan to which family members could refer when the persons 
with dementia were no longer capable of expressing their health care wishes or making health 
care related decisions.  
In the position statement, the Alzheimer Society of Canada (2016) outlined legal 
reasons that a person with dementia could consent to medical assistance in dying.  Due to the 
progressive nature of dementia, by the time the person, who requested MAID, is ready to 
receive it, he or she lacks the capacity for consent as he/she is incapable of understanding and 
making an informed decision.  The primary concern expressed by the Alzheimer Society in 
opposition to MAID is the vulnerability of people with dementia and the potential for abuse.  
Their position is as follows: 
The Alzheimer Society of Canada believes that because we cannot predict 
future suffering, providing advance consent for MAID should not be possible 
for people with dementia.  The Alzheimer Society believes that people with 
dementia need to be safeguarded as they will be extremely vulnerable at the 
end of their life.  People with dementia do not have the capacity to make an 
informed decision and consent to end their life at the later stages of the 
disease.   
 
It is beyond the scope of this research to debate the use of advance directives 
requesting MAID for persons with dementia.  However, important issues with regard to 
planning for end-of-life can be found in the perspective of precedent autonomy as well as in 
considerations presented by the Alzheimer Society.  Davis (2002) raised rationale that 
supports an individual’s preferences.  Examining the reasons behind a decision, such as a 
person’s beliefs and values, contributes to a fuller understanding of the person’s wishes.  The 
spouses in this study intuitively understood the reasons behind the expressed and unexpressed 
end-of-life wishes of their partners and attributed the wishes to their knowledge of their 
partners’ beliefs and values, such as the belief that people and animals should not suffer, the 
value of personal dignity, and the belief in mercy.   
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The Alzheimer Society does not support access to MAID for people with dementia 
but does support the formation of advance directives.  While this may seem counterintuitive 
at first glance, clarification of these two seemingly disparate positions can be found in the 
stated goals of the Society for people with dementia, and in lieu of utilizing MAID.  The 
Society advocates for the reduction of stigma around dementia and for living well with the 
disease.  They advocate for protection of vulnerable people with dementia and support 
advance care planning as a way to promote inclusion of the persons with dementia while they 
are able to make their wishes known.  They advocate for the use of advance directives to 
“help minimize unnecessary suffering and improve the quality of dying for people with life-
limiting illnesses” (Alzheimer Society of Canada, 2016, p. 3).   
The quality of death for people with dementia as important to consider as is the 
quality of life.  Nurses must initiate and lead discussions with spouses and family members 
about the importance of pain control at the end-of-life, comfort, and the need for appropriate 
palliative care to ensure a good death.   
Nurses can advocate for the provision of spiritual care for partners dying with 
dementia as well as support of the spouse and family if deemed meaningful by them.  Nurses 
need to consider the resources available that may improve the overall death experience for 
the partner with dementia as well as the spouses and family, and activate these resources as 
requested.  Seemingly small gestures and acts of kindness may improve the death experience 
for spouses such as offering coffee or tea, providing a cot or comfortable chair to sleep in if 
they wish to remain with their partners through the night, and directing, or limiting the flow 
of visitors to the bedside as per the spouse’s wishes.  Ethical concerns also are evident insofar 
as unit culture is concerned and the impact unit culture has on end-of-life care in dementia.   
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Unit Culture 
Examination of unit culture and the factors contributing to the development of 
specific unit cultures is important when discussing the care of those persons living and dying 
with dementia.  Nurses’ beliefs about dementia, as well as death and dying, affect the culture 
of their units.   The organizational culture of nursing homes, such as decision-making 
processes and values of staff may promote life-prolongation and create a barrier to the 
provision of palliative care (Kayser-Jones et al., 2003). The role of management is a factor in 
the development of unit culture.  The prevailing unit culture in long-term care facilities may 
have a profound impact on the partner with dementia and the spouse during the final phase of 
the dementia journey.  Nurses should be aware of their personal attitudes, beliefs, morals, and 
biases related to death and dying.  They also should be mindful of the ways in which they 
may impose their personal biases on spouses, families, and other staff, and recognize the 
impact that their attitudes and behaviour may have on the culture of the unit. 
Nurses must examine their beliefs about dementia and whether they understand 
dementia to be a terminal illness.  Quantity of life, quality of life, and quality of death are 
often disparate goals (Congedo et al., 2010).  The unit culture in many facilities is one of 
preserving life at all costs (Monteleoni & Clark, 2004).  Unfortunately, the person with 
dementia often is impacted by staff members’ refusal to understand and accept the terminal 
nature of the disease related to unnecessary suffering and a protracted and painful death.  
Nurses promoted ‘active treatment’ while family caregivers favored care plans that were 
more ‘patient centered’ (Coetzee, Leasak, & Jones, 2003).  Forbes et al., (2000) found that 
family caregivers favored interventions that promoted dignity and comfort.   
Nurses have a professional obligation to ensure that they have appropriate and 
necessary education about dementia and they examine why they feel compelled to prolong 
life even though this goal is contraindicated for people dying with dementia.  Nurses also 
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have a professional obligation to educate spouses and families about the trajectory of the 
disease and what to expect leading up to, and at death.   
Nurses may have to examine their beliefs about death and dying in order to confront a 
‘life at all costs’ unit culture.  Kayser-Jones et al. (2003), as well as Lopez, Amelia, and 
Strumpf (2010), found that the organizational culture in many nursing homes, including 
decision-making and care processes and values, may promote life-sustaining care rather than 
appropriate palliative care.   
Insufficient staffing levels, which is too often the experience in long-term facilities, 
also has an impact on unit culture.  Ersek and Wilson (2004) debated the impact of the lack 
of adequate numbers of staff, and the level of education of staff members, in maintaining a 
long-term care environment.  Inadequate staffing levels promoted a focus on task and routine.  
Evidence of a task focus often was heard in long-term care facilities in the sentiment 
expressed as ‘getting people done, or ready’.  A task focus was identified as dehumanizing as 
completion of various tasks took precedence over care and relationships (Ersek & Wilson, 
2004).  As staffing levels are the responsibility of managers, these issues must be brought to 
their attention. Managers are morally and professionally obligated to address these issues.   
Ineffective management of staffing levels and failure to recognize the impact of 
inadequate levels may contribute to undignified, protracted deaths for people with dementia.  
Thompson et al. (2016) called for leadership training for nurses as leadership has been 
identified as having a significant impact on the quality of care in long-term care facilities, and 
leadership was noted as a key factor in “setting the tone and direction of the workplace 
culture” (Thompson et al., 2016 p. vii).  Kayser-Jones et al., (2003) found that a lack of 
clinical leadership and supervision may contribute to poor quality of end-of-life care in long-
term care facilities and conversely, adequate supervision of nursing staff may improve the 
quality of palliative care delivered to people with dementia.   
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Managers of long-term care facilities must provide opportunities for leadership 
training and networking for nurses.  Educated and well-equipped nurse leaders have the 
ability to positively influence unit culture; promote dignity for all residents, especially 
residents in need of palliative care; challenge damaging unit cultures; and support their 
colleagues as they change prevailing unit cultures.   
The way in which nurses conceptualize the partner with dementia and the spouse as 
individuals, as well as the two individuals as a couple, has a significant impact on unit culture 
in terms of the ways that care is delivered.  Collaborative care involves the spouse and is 
respectful of the uniqueness of each individual and each couple unit.  The resilience of long-
married couples and the strengths and coping strategies that they have developed throughout 
the course of the dementia journey must be respected, honored, and incorporated into the 
final phase of the dementia journey.   
Nurses can encourage spouses to share their expertise with regard to their partners’ 
care needs.  Acknowledging the dual roles of care partner and marital partner that many 
spouses adopt may facilitate improved relationships between spouses and staff, which has the 
potential to break down barriers to a ‘patient-only’ exclusionary unit culture in which the 
spouse is viewed as the next-of-kin rather than as part of the care team. 
Strengths and Limitations  
The purpose of this study was to explore the experience of spouses as they lived 
through the end-stage of dementia with their partners, who were residing in long-term 
care facilities.  A hermeneutic phenomenological method of inquiry was used to enter 
into a dialogue with study participants to learn about the lived experience of surviving 
spouses, who journeyed with their partners through the final phase of the dementia until 
the deaths of the partners.  Using this research method and becoming immersed in the 
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data enabled the writer to develop a fuller understanding of this experience of the spouses 
and begin to comprehend the impact on, and the meaning of this experience for the 
spouses.   
Five participants came forward to be involved in the study.  Although this sample 
was small, sample size is not a key factor in phenomenological inquiry as it is in quantitative 
forms of inquiry.  The data generated by the participants was rich with information and was 
sufficient for analysis, as well as the development of themes and subthemes.   
Four women and one man participated.  This number of participants may be 
considered a limitation in that the perspective of male spousal partners was under 
represented.  As many men are care partners for their wives, it is important to examine their 
unique aspects of caregiving experience.   
Another limitation of the study was the limited geographical area from which study 
participants were drawn.  This study was conducted in a primarily rural health region on the 
Canadian Prairies.  An issue related to the small geographic area is homogeneity of the study 
participants in terms of cultural and ethnic background, occupations, and education.   
One of the great strengths that emerged thematically in this study was the quality of 
the spouses’ relationships and in the enduring marriages of the participants.  The cohort of 
individuals, who participated in the study, reflected a baby-boomer ethos in which long-term 
marriage was common.  Counterintuitively, the long-term marriages may pose a limitation to 
the use of the findings in that current and upcoming generations may not have as many 
couples with enduring marriages.   
Although a long-term marriage was not a requirement for participation in this study, 
it was a factor in the quality of the relationships and in the knowledge spouses had of their 
partners.  The strong quality of marital relationships may not be the same for people in 
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second or subsequent marriages and they may not adopt the role of caregivers of their 
partners.  
The brief duration of contact that the researcher had with the participants and the 
retrospective nature of the study may be considered a limitation.  Although one interview per 
couple resulted in a surfeit of rich data, a longitudinal study may generate additional useful 
data, and research conducted in ‘real time,’ while the experience is occurring may be 
revelatory of new themes, greater detail, and improved accuracy of the recall of events.   
A final limitation of the study was that all the spouses, who participated, were in 
heterosexual marriages.  Changing social mores and demographics require researchers to 
expand the breadth and depth of their inquiry.  The experiences of same-sex spouses, 
members of the LGBT community, and people, who did not subscribe to gender binary 
relationship definitions, were not included in this study.   
Direction for Future Research 
Future research, with a larger study cohort, and greater numbers of male participants 
would be useful to more fully understand the experience being studied.  Participants from 
larger urban centers may have additional information to share about their experiences.   
Researchers exploring the end-of-life experience of surviving spouses may expand 
the breadth and depth of their inquiry to reflect the experience of marital relationships with 
varying degrees of closeness, including spouses with marriages of shorter durations and the 
experience of spouses in second and subsequent marriages.  Future research may include a 
longitudinal study in which the research takes place while the experience is occurring, with 
more than one interview per participant, which has the potential to add substantial knowledge 
to this subject matter.   
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Chapter 6 Conclusion 
The journey through dementia with one’s partner is a journey no one sets out on 
intentionally.  Spouses found themselves traveling down roads they never anticipated, 
without a map or familiar landmarks to guide them.  Spouses accompanied their partners 
throughout the journey.  The dementia journey is one of inexorable and irrevocable loss.  The 
impetus for this research was bearing witness to the difficult end-of-life decisions spouses 
had to make for their partners as they neared death and spent their final days in long-term 
care.  The researcher wondered about the experience of the spouses and this research was 
borne out of concern and curiosity. 
The final phase of the dementia journey is under researched.  There is a need for 
research focused on the experiences of spouses as they navigated care home 
environments, complex decisions, and relationships with myriad staff through the final 
phase of the dementia journey with their partners.  The goal of this phenomenological 
inquiry was to increase understanding and knowledge of the lived experience of spouses 
during the final phase of their partners’ dementia and to have this knowledge shared.  
Knowledge of spouses’ experiences will contribute to the understanding of 
practitioners and may provide direction for the development and provision of services, 
education, and support programs for family members, particularly spouses of people with 
dementia, which are better designed to meet the needs of older couples living with 
dementia (Alzheimer Society of Canada, 2010).  This knowledge also may be used to 
guide care practices, as well as policy and procedural changes in health care facilities.  
This knowledge also may also influence governmental policy.  
A hermeneutic phenomenological method of inquiry as articulated by van Manen 
(1997a; 1997b) was implemented in this research.  The emphasis of this approach, on 
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understanding phenomena as it was experienced, was well suited to the experiential 
story-telling of the participants.   
Five surviving spouses, who had lost their partners to dementia while residing in 
long-term care facilities, were interviewed.  These spouses shared incredible stories of 
their experience of journeying through the final phases of dementia with their partners.  
Through their stories and descriptions, phenomenological themes and subthemes 
emerged, which spoke to spouses’ experiences of insufficient education about dementia 
for themselves, insufficient knowledge of the health care providers about dementia, their 
relationships with their partners, relationships with the health care providers, preservation 
of the dignity of the partner with dementia, supports of the spouse, and end-of-life 
decisions and outcomes.   
In the literature, researchers clearly identified spousal caregivers as the people 
who bore the burden for most of the care required by people with dementia (Davies, 
2011).  The experience of care giving, and the stresses associated with caregiving, have 
been well researched.  Yet, the experience of being a spouse and losing your partner in 
the context of care giving is under researched.   
Vivid narrative descriptions of the experiences shared by the participants have 
emerged as themes with implications for nursing education, practice, and leadership.  
With regard to nursing education, the spouses in this study identified deficits in nurses’ 
education about dementia in general, specific types of dementia, as well as deficits in 
their ability to communicate such knowledge effectively.  These concerns need to be 
addressed at individual, institutional, and governmental levels with each nurse taking 
responsibility to ensure her knowledge is current and based on best practices for dementia 
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care.  Concerns must also be addressed at the institutional level with undergraduate 
programs in nursing offering greater course selection to reflect issues in the care of older 
adults, including dementia specific education.  Courses in gerontology should be 
compulsory learning in nursing programs, as should continuing education to prepare staff 
for death and dying of dementia patients so that they can ensure best practice for 
dementia patients (Volicer, 2002).  As the population ages, education must focus on the 
most salient needs of the population including specialized dementia care.   
At the level of government, changes in society must be reflected in corresponding 
changes in health care delivery and policy. Facility policy needs to be reviewed with 
regard to their end-of-life care plan forms as the forms are currently confusing and fail to 
adequately meet the needs of people with dementia and their families for end-of-life care 
planning.  Clarification of government policy is needed with regard to advance directives 
as they relate to MAID.  Care providers and family members need to know if the 
expressed wishes of their loved ones will be respected at end-of-life if they specified 
wanting medical assistance in dying in their advance directive.   
A paradigm shift is required in the way nurses think about and understand 
dementia, ways they think about couples and their needs, and ways they think about death 
and dying related to dementia.  In order for a paradigm shift to occur, new knowledge 
must be generated and translated to nurses and policies must be developed that are based 
on evidence.  Policy development must reflect the needs of partners with dementia, their 
spouses, and their family members.  Policy and practice initiatives at the facility level 
supported by committed and dedicated managers will make it possible for a more holistic 
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approach to care to be provided to partners with dementia, their spouses and their family 
members.  
It is imperative that nurses expand their understanding of the experience of 
dementia to include the individual with dementia, the spouse/care partner, and their 
family members as affected by dementia.  The couple should be viewed as the unit of 
care (Hellstrom et al., 2005), and the spouses’ expertise should be incorporated into 
treatment and care plans.  Ongoing assessment of the individual with dementia, of the 
spouses, and of the needs of the couple contribute to a holistic view of the couple and 
lends itself to individualized care plans.  Assessment data could be used to provide 
guidance for the care team as recognition of the uniqueness of the couple unit is an 
important step toward the delivery of relationship-centered care.   
 Education about the importance of advance directives for end-of-life care would 
greatly benefit both the partner with dementia and the spouse.  It is important that spouses 
understand their partner’s wishes for end-of-life care as well as the limitations of advance 
directives and the circumstances under which advance directives may not be honored.   
The voices of the participants revealed the experiences of the spouses which 
resulted in the themes including the quality of the spousal relationship, the need for 
improved dementia education for spouses and nurses, the need for frequent and on-going 
communication with health care providers, the need for protection of the partners’ 
dignity, and the need for information about the purpose and utility of advance directives, 
as well as information about the final stage of dementia.   
When spouses and their partners reached the end of the journey at the partners’ 
deaths, reflections of the spouses shone light on memories of satisfying and close marital 
100 
SURVIVING SPOUSES’ EXPERIENCES  
 
 
relationships, of camaraderie, and the constant presence of the partner.  Spouses 
accompanied their partners in life and learned to live well with dementia, they also 
needed to accompany their partners to their deaths and have their partners die well with 
dementia.   
Nurses can facilitate good and dignified deaths by increasing their knowledge of 
dementia, of its trajectory including the final phases.  Nurses must be willing and able to 
communicate this knowledge to the spouses and family members.  Nurses must advocate 
for and provide appropriate palliative care so that death, when it comes, is met with a 
sense of understanding and peaceful acceptance.   
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Appendix A -Letter of Invitation 
(to be placed on BU letterhead) 
 
Dear Sir or Madam, 
 
You are invited to participate in a study that will explore the 
experiences of spouses during the end-stages of their partners’ 
lives when those partners have died with dementia.  I understand 
that losing a spouse, especially to a lengthy illness like dementia; 
can be a very painful experience.  I also believe that developing a 
better understanding of what this experience is really like will 
assist health care professionals to better meet the needs of spouses 
and family members of people with dementia, especially during the 
end-of-life phase. 
I am a student in the Master of Psychiatric Nursing Program in the 
Faculty of Health Studies at Brandon University.  My 
supervisor/thesis advisor is Dr. Fran Racher.  The information 
gathered in the course of this study will be shared with agencies 
within the Health Authority and the Alzheimer Society, as well as 
published in my thesis.  This information may be used in the 
planning of services and programs that will aid couples who are 
journeying together through the end-stages of dementia. 
At a time and place convenient for you I would like to meet with 
you to talk about your experience of the end-of-life phase of your 
partner with dementia.  Our visit will be about one to two hours 
long.   
The interviews will be audio recorded and then transcribed.  Your 
anonymity will be protected and maintained through the use of a 
pseudonym and your participation in the study will be kept 
confidential.  The information that is gathered from all participants 
will be aggregated or put together so no one can be identified. 
Participation is voluntary and you may decline to answer any 
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question or withdraw from the study at any time.  Participation in 
this study will not affect any services you are currently using or 
may use in the future.   
If you are interested and willing to participate you may give your 
name and phone number to the coordinator who has given you this 
letter or you can contact me directly at (204)-726-8751.  If you 
wish to speak with my supervisor, Dr. Fran Racher is available by 
phone (204) 727-7414 and would be pleased to speak with you. 
For questions regarding ethics you may contact the Brandon 
University Research Ethics Committee (BUREC) at (204) 727-
9712 and burec@brandonu.ca.  
 
Thank you for your consideration. 
Sincerely, 
 
Sharran Mullins RPN, BScPN, BA 
Master of Psychiatric Student 
Faculty of Health Studies 
Brandon University 
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Appendix B - Consent Form 
(To be placed on BU letterhead) 
Exploring Spouses’Experiences of the End-of-Life Phase of 
their Partners’ Dementia  
This consent form, a copy of which has been given to you, is only 
part of the process of informed consent.  It outlines the basic idea 
of what this research project is about and what your participation 
will involve.  If you would like more detail about anything 
pertaining to the study please feel free to ask questions at any time.  
Please take time to read this information over carefully, and again, 
ask questions if there is anything I can clarify for you. 
The goal of this study is to learn about the experiences of the 
spouse whose partner has died with dementia in a long-term care 
facility.  Participation in this study will provide spousal care 
partners with an opportunity to share their stories of their 
experience of losing a spouse with dementia.  The information 
gathered will be shared with agencies within the Health Authority 
and the Alzheimer Society, as well as in my thesis and related 
articles and conferences.  This information may then be used in the 
planning of services and programs that will aid couples when one 
partner is dying with dementia in a long-term care facility. 
The interview meeting will be about one to two hours long and we 
will discuss your experiences of losing your spouse with dementia 
in a long-term care facility.  The interview will be audio recorded 
as recording the conversations will enable me to transfer our 
dialogue into notes. 
The computer files and transcripts of our conversations will be 
kept confidential and accessed only by me, Sharran Mullins, my 
supervisor, Dr. Fran Racher, and the transcriber.  The files will be 
saved on a flash drive and stored with the notes in a locked filing 
cabinet.  In the notes and computers files I will use pseudonyms, or 
false names, for participants.  I may quote your words to illustrate 
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a point, but I will never use your name or information that could 
identify you. 
Your participation is completely voluntary and you may refuse to 
answer any question or withdraw from the study at any time.  Your 
participation will not affect any health service that you are 
currently using, or will use in the future.  You will not incur any 
financial costs in participating in this research.  If you suffer injury 
as a result of participating in this research, no compensation will be 
provided for you by Brandon University, the researcher, or the 
supervisor of this project.  Nothing said here about treatment or 
compensation alters your right to recover damages.  
Your signature on this form indicates that you have understood the 
information regarding participation in the research project and 
have the researcher or the involved institution from their legal and 
professional responsibilities.  Your continued participation should 
be as informed as your initial consent, so feel free to ask for 
clarification or new information at any time. 
If you have any questions concerning your participation you may 
contact me directly at (204)-726=8751.  You may also contact my 
supervisor, Dr. Fran Racher at (204)-724-4714 and/or the Brandon 
University Ethics Committee Chair at (204)-727-9712.   
Signature, participation      Date_________ 
 
Signature, researcher       Date_________  
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APPENDIX C INTERVIEW GUIDE 
Spouses’ Experiences of the End-of-Life Phase of the Partners’ Dementia 
 [This guide is a suggested format, to be used with consistency when appropriate. 
Research using hermeneutic phenomenology as method involves asking participants 
broad questions that focus attention on gathering data to facilitate textual portrayals of the 
participants’ experiences.  Data will be collected through the use of open-ended, semi-
structured research questions put forward through conversational interviews.  This 
qualitative approach relies on the premise of adjustment and flexibility in data collection 
based on the information gathered.  Therefore adaptation of the interview format is 
anticipated and appropriate.] 
Personal History 
I would like to talk with you about your experiences as a spouse of a person with 
dementia who passed away with dementia in a long-term care facility.  To begin, I would 
like to get to know you better by learning about your journey together through dementia. 
How long had you and your spouse been married or living common-law? 
How long had your spouse been living in long-term care prior to his/her death? 
End-of-Life 
What supports were available to you while your spouse was nearing the end-of-life in 
long-term care?  What, if anything, helped prepare you for the end-of-life phase of your 
partner’s dementia?  Had you and your spouse worked together to prepare advance 
directives or advance care plans prior to his/her death, and if so, how were they helpful in 
end-of-life planning? 
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From your perspective as a spousal care partner, I would like to understand your 
experience of the final phase of your partners’ dementia. What aspects of end-of-life care 
were you prepared for?  What aspects of end-of-life care were you not prepared for?  Did 
you know what to expect at the end-of-life?  What could have made the experience more 
tolerable/better/satisfying for you? 
Spousal Experience 
How was this experience for you considering that you were part a married couple?  Are 
there special or specific needs that a couple experiences?  If so what are they?  How can 
they be met? 
Do you have any recommendations for health care providers and long-term care staff 
providing care for couples as the partner with dementia nears the end-of-life?  What are 
those recommendations? 
  
118 
SURVIVING SPOUSES’ EXPERIENCES  
 
 
Appendix D - Confidentiality Agreement 
 
Brandon University 
Exploring Spouses’ Experiences of the End-of-Life Phase of their Partners’ Dementia 
 
 
I, affirm that I will not disclose or make known any matter or thing related to the 
participants that comes to my knowledge during this research project.   
 
Transcriptionist     Date_________________ 
 
Signature of Witness     Date_________________ 
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Appendix E- BUREC ETHICS CERTIFICATE 
 
